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INTRODUCTION TO EARLY REFERRAL AND FOLLOW-UP PROJECT
DESCRIPTION OF EARLY REFERRAL SERVICES:

The Early Referral and Follow-up Project, a three year demonstration
project, was awarded to UNMC by the U.S. Office of Special Education Programs.
The primary purpose of this project has been to facilitate the developmental
‘assessment and intervention with long-term or repeatedly hospitalized children
birth to three years of age. Children who- wire suspected to be delayed or
handicapped or who would be considered to be at risk for developmental delays
because of chronic health problems or unfavorable environmental conditions are
eligible for services from this project. A major project activity was to
assist in the referral snd transition of children into appropriate services in
their local school districts. This was accomplished through (1) .consultation
to and collaboration with hospital staff including primary care nurses, and
social work and child: 1ife staff; (2) comsultation to local school district
staff regarding the developmental assessment findings; and (3) follow-up
services by project staff during the transition phase and at 6 and 12 months.

" POPULATION SERVED:

The Early Referral Project has served approximately 165 infants- and
toddlers (birth to 3 years) from February 1984 through- September 1985. These
are children who experience long term or frequent: hospitalizations and are
identified as having handicaps (mental, motor; sensory) or are at significant
risk for developmental problems.

Evaluation services available to -clients may include developmental,
speech, physical therapy or occupational therapy assessments. In 88X of the
cases developmental assessments, including psychological; educational; or

speech evaluations were ccmpleted; 62% received: physical therapy screenings;
and 582 received occupational therapy screenings.

REFERRED: Of the 165 children referred, 65% of the University referrals
and 48% of the St. Joseph Hospital referrals had been referred to their
school district of residence. The referrals were made to a total of 34
different school districts in Nebraska. The largest number of referrals
from any one single School district was made to the Omaha Public Schools.

NON-REFERRED: Of these 165 children, 35% of the University referrals and
527 of the St. Joseph Hospital referrals were not referred to their
school district” of residence. Reasons for non-referral included: failure
of children to meet. eligibility criteria for school services, children
whose illnesses were so critical that parents elected not to refer and in
several cases death of the child. It is felt that the high percentage of
children not eligible for referral at St. Joseph Hospital reflects the
socio-economic at-risk status of the population that that hospital
serves. Children in this group continue to receive follow-up evaluation
through the Early Referral Project to monitor their developmental status.
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DISSEMINATION:.

During the third year of this demonstraticn project, staff efforts have
expanded to include demonstration and dissemination efforts. One major
dissemination activity has been the development of this Case Coordination
Resource File. It was felt that this type of resource material would:
facilitate hospital 'staffs in their referral of children to educational and:
community resources. Other dissemination efforts include providing workstiops
to health care and educaztional professionals who are interested in learning
more about school referral procedures, care needs of the child with
developmental disabilitics, and the needs of the child's family.

Early Refertal Project Staff:

Coxdelia Robinson, Project Director

Kaye Bataillon, Parent Infant Educator

Wendy Bruce, Physical Therapist

Nan:y Fieber, Educationai Consultant

Deati: Finkl:r, Evaluator

Cathy George, Speech Pathologist

Rosemarie Hartley, Maternal Child Health Clinical Nurce Specialist
Mary Lou Henderson, Occupational Therapist.

Barbara Jackson, Coordinator, Parent Infant Educator

Cheryle McAllister, Maternal Child Health Clinical Nurse Specialist
George Miyasaki, Pediatrician

Janet Rose, Infant Evaluator

Steven Rosenberg, Clinical Psychologist

Linda Schaeffer, Speech Therapist

Shelley Stern, Secretary ‘ .

Peggy Kidwell-Udin, Maternal Child Health Clinical Nurse Specialist
Penni White, Physical Therapist




DESCRIPTION OF MATERIALS IN CASE COORDINATION RESOURCE FILE

. Guide for Referral and Case Coordination for Young Children in Hos ital

“Settings - This guide was ‘designed to be used by Case Coordinators as a
resource for understanding the school referral process for children
handicapped in: Nebraska as well as identiiying other servic: needs in
planning for those needs. This guide provides factual information
regarding school referral process and comprehensive case coordination.
It also includes resource information in the form of descriptionms,
reading materials, and pamphlets for parents..

Speaking for- Children: :Directory of Resoiurces for Nebriska Children - This
is a directory of resources for children, developed by the Juuior League
of Nebraska. It was intended as a guide to finding services for childreii
in Nebraska. The listings that are provided in this guide were not
intended as endorsements or recommendations of agencies, groups, or
services. This directory is located in the Resources File. Additional
copies may be purchased for $10.00.

. Nebraska Educational Directory - This is a directory published by the
Nebraska Department of Education. It provides a listing of all state
education offices, educational service units, .and school district
‘'personnel in Nebraska. This directory is located in the Resource File.
ADditional copies may be purchased for $2.50 at the State Department of
Education.

. Parent's Handbook - This handbook is designed t¢ provide families with an
organizational method for filing and maintaining records and correg-
pondence regarding their child. It provides parents a means of
collecting information and maintaining a bocklet of information on their
child regarding family and ‘birth history, medical history, developmental
and educational history; a listing of professionals they have contact

> with, and a parent log. This handbook is located in the Resource File.

Additional copies may be purchased at Meyer Children's Rehabilitation

Institute for $5.00.

« Resource Guide for Parent to Parent and ‘Advocacy Or anizations - This is a
Nebraska Directory of parent to parent support. groups for parents whose
children are 111, injured, disabled or whose .child has died. It also
includes organizations and associations for specific disabilities or
illnésses, Pilot Parent groups, and a listing of state agencies serving
‘people who have® disabilities. This directory is located in the Resource
File.

. Directory of Nebraska Home Health Agencies - This resource summarizes
individual agency responses to a statewide survey of Home Health Care
Agencies concerning services available to chronically i1l .children and
their families. It includes the range of sgervices offered by each
agency, as well as information about the child that the agency wishes to
be forwarded by the discharge hospital. The directory is intended to be
-ghared with parents prior to the day of discharge to help facilitate
pre-dischargs planning with the agency that best meets their needs. This
directory is located in the Resource File.




. Parent and Teacher Fact Sheets: Conditions, Procedures, aiid Medications
Regarding Developmentally Disabled Children - The fact sheets are
concise introductory level explanations of entities/conditions,
medications, and treatment procedures frequently associated with children
who have developmental disabilities. While they are geared to parents,
they are also suitable for use .by teachers and therapists. Many of the
fact sheets: were compiled under ‘the Early Referral Project funding;
however, publications of several other service groups are included.
Where possible, conditions, procedures and medications are
cross-referenced. This directory is. located in the Resource File.

v,
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SCHOOL REFERRAL PROCESS

Eligibility Criteria

1.

2.

Are there educational services for infant and preschool children with
handicaps in Nebraska?

PL 94-142 of the Education of All Handicapped Children Act of 1975 and
Nebraska LB889 ensures that all handicapped children have available to

‘them free, appropriate public education which includes special education

and related services. In Nebraska local school districts must upon
parent request provide educational services for resident, handicapped
children from the date of diagnosis through age 21,

Which infant and preschool children with handicaps specifically benefit
from this law?

Eligibility for free public school services for children 0-5 years is'
biled:upon meeting criteria as disabled in one or more of the follgyxng
categories: medical, behavior, speech and ‘hearing, retardation and
vision,

Service Options

3.

5.

6.

What services will the schools provide?

Services will be based on the child's individual needs as Setermined by
specific assessments. In addition to an educational program, related
services such as physical, occupational and speech therapies can be
provided, if they are recommended as educationally relevant.

What educational services are available for infants and toddlers?

Services. for children birth to three typically occur in a home-based

setting. Parents are provided with instruction regarding appropriate
developmental activities for their:child. Frequency of visits by the
teacher or therapists varies depending on the child's individual needs,
and may range from twice weekly to monthly, .

What educational services are available for preschool children?

Typically children ages 3 through S participate in a4 center-based
preschool program. Occasionally where preschool services are not
available in the community of residenca, a home-based model is continued,
The school is required to provide for or reimburse parents for
transportation to and from educational programs.

What ‘related therapeutic services are available?
Speech therapy ~ The speech pathologice evaluates very young children who

may not be old enough to talk or who may have some condition which limits
their ability to make sounds. Assessment consists of the observation of

" 710




7.

8.

9.

vays in which the child communicates with otheits in his world. Also,
parents are interviewed to obtain additional information about how the
child makes his wants and needs known. Children who need therapy are
referred to their local school districts or other community agencies for
help.

Physical therapy - Provides diagnostic and therapeutic sexrvices for
children wita physical disabilities, abnormal motor develcpment or delays
in grcss motor development (sitting, crawling, walking). Therapeutic
services ure generally .designed to prevent orthopedic deformities,
facilitate gross motor development and waximize the child's abilicy: to
act upon his/her environment.

Occupational therapy - Based on the belief that purposeful activity, or
occupatiodl, may be used to generate adaptive skills of children with
developmental dysfunction. Developmental activities such as feeding,
movement, play, and interaction with others are the primary occupation of
infants and young children. By using intrinsic motivation and purposeful
activities, occupational therapy personnel encoursge the child to acquire
an increasing repertoire of developmentul skills and coping behavior
patterns. Interventiun promotes sensorimotor, psychosocial, and
cognitive functions and may prevent disability or decrease dysfunction in
order for the child to meet personal needs ind adapt to the demands of
the environment. Occupational therapy €acilitates the performance of
parents in coping effectively with the challenges of caregiving and
fanily life.

Who provides these services for infant and preschool children with
handicaps in Nebraska?

The local schools are respensible for providing appropriate services for
handicapped children who reside in their school district. If a school
district does not elect to provide its services directly they may
contract with a qualified facility to provide those services. Such
providers could include another school district, Educational Service
Unit, or other service agencies or private practitioners in the state.

Referral Process

What do schools do when a child is referred?

A school must Tirst determine if a child is eligible for services as
defined by state law in Rule 54. Schools have the options of reviewing
existing evaluation reports on children that are provided by other
agencies or conducting their own independent evaluations. The results of
these evaluations will determine a child's eligibility for services.
Recommendations regarding placement are based on the results of these
evaluations and the concerns of the school's placement team. By rule
parents must be included as members of this teanm.

Are there places to obtain evaluations other than through the local
school district?
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Iz addition to the schools thete are other agencies or individuals in
private practice approved to provide diagnostic services for determining
school eligibility. See Appendix C for a listing of private, licensed
physical, occupational and speech therapists in Nebraska, Some agency
options are Educational Service Units, ‘Boys Towr: Nationai Instizute,
Cozad Diagnostic Center, Barkley Center at UNL, and Meyer Chilérin's
Rehabilitation Institute at UNMC. Evaluations can occur in these sites
on request of the schools or parents. If an agency or private
practitioner is usd at -parent request rents are res ible for

paysent unless prior approval from the ichool district was obtained.

10. How:does one xefer a child for services?

Parents: health care professionals, social workers, educators,
thorapidtg. and other professionals may refer a child for educational
services to their local echool district. .In most cases a contact person
would be :the Director of Special Education or the Superintendent of
Schools. The presfdent of the local school board will need to be
contacted for smaller school districts who do not have a Superintendent
of Schools. Refer to the Nebraska Educationsl Directory, located in the

Resource File, for a listing of all school districts and their personnel..

Referrals should not be made without written parental consent..
l1. Why is follow-up important after discharge?

Once the child has been referred for services it is important to make
follow-up contact with:either the parent or the school systeam to ensure
that services were initiated. Follow-up information could ba obtained
via letter, phone call, or from parents in follow-up clinics.

12, 1Is special education for infants and preschoolers compulsory?

Although ‘schools are obligated to .provide services for eligible
handicapped infants and preschoolers, Parents are not obligated to
request these services.

13. Are there any cases where services are mandated for infant and preschool
children? ~

In some instances such as cases of child .abuse or neglect, services may
be mandated thfough court order.

At-Risgk Pngul&t;gg

14. What options are aveilable for a child who is not eligible for services.
‘but is ‘at risk for developmental delays?

Continued moi.1:.\ring of children who are initially found ingligibla foy
sicel Layvices is highly recommended. Persons having ongoing .contact
t% :ha child such as health care, social secvices, and other
‘ausionale vill be able to monitor the child's development. If there
change in their developmental status, children may be rr.<referred to

fchool district at any time. Typically schools will not recontact

Q 19
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15.

parents regarding follow-up evaluations for children who they previously
found to be ineligible.

Are there any educational intervention services available for the at-risk
child?

There are very few service options in Nebraska for “at-risk" children .who
do not meet eligibility criteria for -educational services. The primary
statewidé mechanism would be the Head Start Program which typically
offers a preschool program (See Appendix C). 1In addition, Omaha Head
Start provides a parent/infant program. Speech, physical and
occupational therapy services can be obtained on a private basis.

Parental/Children's Rights

16.

17.

18.

Once a child is receiving school services, what control do parents have
over the content of their child's school records?

While prior request is necessary, parents have a right to personally
review and request copies (possibly for a fee) of the contents of all of
their child's school records. If upon inspection, parents find
information which they feel is inaccurate, biased or misleading, they may
request that it be corrected or removed. If the request is refused, a
hearing may be initiated. At the hearing if a decision is made in favor
of the school, the parents may add their own statement to their child's
file.

Who else has access to a student's school record?

While school district professionals who are involved with the child's
educational program have a legitimate reason to review educationally
related records, those persons without legitimate interests have no legal
right to access student information without expressed written
authorization of the parents or legal guardian. Schools usually keep a
record of the signatures of those persons who have in fact reviewed
individual students' records.

While reports and records may remain in the child's cumulative folder in
the school district offices, year to year records in the school setting
usually contain only those data that are pertinent to the current
educational needs of the child. A prior educational "label" need not be
conveyed to subsequent educators unless parents -so desire.

What can parents do who are dissatisfied with their child's educational
program?

Parents should first discuss concerns with the educational staff and then
their local school district administration. Parents may wish to have an
independent evaluator assess their child. They muy then bring those
results back to the local school district. Such an evaluation will,
however, be at their expense. If parents are not able to reach a
satisfactory resolutioa with their district, they then have the option of

appealing their district's decision to the Nebraska Department of

Education. See Education for Handicapped Children in Appendix F.

"o
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Parent Organizations/Resources

19. Are there any cf types programs specifically for parents of handicapped
children?

A parent to parent organization is beneficial where parents can support
each other and share information on having a handicapped child. One such
grovy is- Pilot Parents. In the Resource File there is The Resource Guide
for Parent to Parent and Advocacy Organizations and a directory of parent
support groups, advocacy groups and disability organizations in the state
of Nebraska. )

In Appendix F there are copies of several resources for parents. You may
wish to obtain a supply of these resources to have on hand in your
setting. These pamphlets are the following:

= Guide to Your Child's Pevelopmental @esessment
‘This pamphlet explains an interdisciplinary evaluation process and what

to expect from each discipline. Simply written, this can be helpful if
given prier to the evaluations.

- Handicapped Children: Their Right to an Education; Information for Parents
"~ In this pamphlet parents are informed of the laws in special education

and their child's right to an education.

-~ Nebraska ChildFind: Benefiting the Handicapped Children o. ‘Nebraska
This brochure explains the purpose of Nebraska ChildFind to assist

parents in finding a special education program and related programs for
their child.

= Education for Handicapped Children
‘This pamphlet provides information regarding the role of the parent in

their child's educational program, i.e., the IEP process and the child's
records and due process.

- Parent's Handbook - A handbook'that‘provides families with a system for
maintaining records and correspondence regarding their child.
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GUIDELINES FOR IMPLEMENTING REFERRAL FROM THE HOSPITAL SETTING

When should a child be referred to determine eligibility for school
services?

The following are eligibility criteria for educational services as
outlined in the Rule 54: Regulations for Early Childhocd Special
Education Programs Title 92. Nebraska Administrative Code. Chapter 54,
NDE (1981), pages 10-11.

Program Eligibility

Children shall be eligible when the diagnostic procedures have been
carried out in accordance with this Rule and when it has been determined
that the child meét: oné or more of the following criteria:

Visual Impairmé ¢ -

The loss of vision meets the definition of legal blindness or
the' resulting deprivation in expected development qualifies the
child under the designation of developmentally delayed.

Hearing Impairment

A bilateral hearing loss is verified at or exceedirg a level of
40 dB as indicated through a pure-tone average of the speech
frequencies, and a delay relative to social, communication, or
behavior skills is documented by appropriate staff. Children may be
eligible for consultative services if the condition is such that
amplification is recommended in order to ensure appropriate
social/communication growth; if a chronic ear pathology has been
verified by a physician or other certified personnel and a
subsequent delay in oral communication is observed- and verified, or
if a bilateral or unilateral sensory-neural heiring loss is verified
at -or exceeding a level of 40 dB as indicated -through a pure-tone
average of the speech frequencies.

Developmental Delay

The developmental delay resulting from mental retardation,
speech and communication disorders, .and specific learning
disabilities as assessed on a standardized wide range developmental
instrument administered to the child are two oY more standard
deviations belcw the norm or if any handicapping conditions can be
expected to produce such delay in later childhood (e.g., Down
Syndrome)

Physical Handicaps

In the opinion of the diagnostic team the physical handicaps
result in an inability to develop the skills necessary to function
in the standard school program.

Disturbed Behavior
In the opinion of the multi-disciplinary team the disturbed
behaviors exhibited by the child represent a significant impediment
to the acquisition of skills necessary to function in the standard
school program. The child may .exhibit behaviors described as
hyperkinetic, autistic, withdrawn, or aggressive.

el ,r
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Who should be made aware of any consideration of referral?

Cliildren were typically identified in the Early Referral Project by Child
Life or Nursing staff. Concerns with the. child's development shovld
alwdys. be discussed with the attending physician who is in charge of the
child's cate during hospitalization. If the attending physician is not
the primary care physician, he or she will want to confer with the
child's local primary physician. If a referral is recommended based on
-any, developmental concerns, this proposed reférral should then be
discussed with the parents before any action is taken.

What are the criteria for referral of children for consideration of
school eligibility?

The initial point of contact for children referred on the Early Referral
Project has been either a Parent Infant Educator or a Maternal Child
Health Nurse specialist. Once parental permission was obtained, an
initial step in the evaluation was an assessment of the child's
functioning in regard to sensorimotor development. Such an assessment
was seen as a necessary first step for each child as a means of making
further decisions regarding other disciplines which were appropriate for
the child.

Where should evaluations take place? o
Developmental assessments can be completed either during hospitalization
or through the local school districts once the referral has been made.
Factors to consider when determining whether the evaluations should be
completed in the hospital or community are the following:

availability of qualifiéd staff

cost of the evaluations, and availability of funds to pay for
evaluations during hospitalization ‘
facilitation of services if evaluations are completed prior to
the child's discharge: from the hospital

need for evaluations for completion of hospital

diagnostic work=-up.

Can gervices be initiated while a child is in the hospital?

Yes, if it is appropriate to do so. In cases of a long hospitalization,
schools may elect to provide services in- the hospital.

When should a child be referred to a specific discipline for evaluations?

The team will decide what disciplines should be contacted to provide
evaluations. Suggested criteria developed by psychologist/educator,
speech, physical and occupational therapists are presented in Table I.




7. Who should receive medical and evzlunation records?

To help coordinate services for the :hild in the community, medical
records should be sent to those agencies that will have primary contact
with this child and family, such as local school districts, home health
care agencies, local physicians, and social services. To facilitate
getting records to other agencies, releases could be obtained during the
child's hospitalization. Remember to remind parents to request and to
keep medical and evaluation records of their child. The parent resource,
Parent's Handbook, contains a suggested format for keeping this
information. (A copy of the Parent's Handbook is located in Resource
File.)

What information should parents keep for their child's record?

It: 1s important for parents to keep a current file on their child's
medical and health history and educational development. Information for
parents to collect includes:

= names, addresses and phone numbers of professionals whom parents
have contacted or to whom they have been referred;
birth, medical and developmental history;
medical records, including dates, locations, and physicians'
names;
all diagnostic and follow-up evaluation reports;
Individual Education Plans, and other communications with the

school.




TABLE 1
EVALUATION CRITERIA

Criteria for Psychological/Educational Evaluation

Assessment of infants with a broad based standardized developmental assessment )
such as the Bayley Scale is generally recommended with the following cautions.

Neonates .to four months of age:

1l. Formal standardized assessment is not generally recommended during this
period; however, if assessment is needed for certification for services

it is best to wait until the child is 3 months of age. In cases of

significant prematurity, évaluation should be deferred until the child is
at least 3 months corrected age.

i
. <
2. Informal observations/developuental screening in collaboration with other .
z disciplines is recommended for several categories of children who are .
: at-risk for or who are demongtrating developmental delays.

Infants four months of age or older:

~

l. The Bayley Scales of Infant Development (Mental and Motor Scales) are
‘recommended at this age, unless the child has significant motor or
sensory impairments. In such cases it may be useful to administer the
Bayley Scales but they should not be considered to be reliable for
prediction of future status. This testing is done in order to evaluate
the child's overall developmental age.

2. Educational assessment is also recommended at this age for the purposes
of determining cognitive abilities, as well ag serving as a basis for
Developmental Suggestions.

3. These developmental assessments should be coupleted if possible when the
child is medically stable. This will typically be close to the child's
discharge from the hospital. Prior to this point systematic observations
based upon developmental guidelines may be made.

Criteria for Speech/Language Evaluation

Neonates to infants”six months of age should be seen by a communication
specialist.

l.  As early as possible if the child presents one of the following syndromes

or physical disabilities putting him at risk for communication
development:

a. Cardiovascular accident

b. Tracheostomy (longer than 3 weeks)

¢. Cleft palate/lip

d. Hearing disorder

e. Syndromes with oral motor involvement such as a physical
sign, e.g., whistling face, cri-du-chat, Noonan's, etc.




TABLE 1 (continued)

2. Children six months or older should be seen by a communication specialist
when social/affective/vocal/nonvocal behaviors seem out of synchrony.
Such asynchrony has been observed in the following syndromes: Fragile X
Syndrome, Down Syndrome, motor disorders, failure-to-thrive, Fetal
Alcohol Syndrome, sensory deficits, prematurity (low birth weight), and
long term NICU care (8 months or lonmger).

Criteria for Occupational Therapy Evaluation

Neonates to infants six months of age should be seen by OT if the following
conditions are presented:

1. Cerebral vascular accident or babies demonstrating significant
asymmetry in their position and movements,

2. Babies being given supplemental feedings because of weak and
inefficient oral-motor skills.

3. Babies going home on tube feedings due to problems that may not be
related to :specific oral-motor problems such as aspiration, cardiac
problems, short bowel problems, -etc.

4. Children with identifiable neuromotor problems related to disorders
‘such as myelodysplasia, hydrocephalus, or severe anoxia.

5. Babies with syndromes causing significant joint deformity of the
‘upper extremities such as arthrogryposis, congenital amputation of
multiple digits, or more extensive. upper extremity involvement.

Children six to eight months or .older should be seen by OT when the following
conditions are presented: )

1.  Previously mentioned problems if no previous OT involvement.

2. A significant delay in fine motor skills associated with neuromotor
problems; significant weakness; increased tone; obvious tremoring
(Down Syndrome;, cerebral palsy, myelodysplasia)

3. Failure to thrive babies.

4. Infants with significant oral-motor problems associated with
feeding, gagging, choking, or refusal to advance in types of foods
taken.

Criteria for Physical Therapy Evaluation

Neonates and~infant§'up to four months should be seen by a physical therapist.

l. As early as possible if the child presents one .of the following
syndromes or disabilities making him at risk for motor development
or postural deformities:

a.. Cerebral vascular accident or significant asymmetry in
position and movements

b.  Myelomeningocele

‘. .Arthrogryposis

d. Osteogenesis imperfecta

€. Amputation or limb anomalies

f. Syndromes involving muscle tone, strength, or joint
limitations




TABLE 1 (continued)

2. Children four months or older should be seen by a physical therapist
when there is delayed motor development or poor quality of movement
with a history such as:

a. Prematurity (low birth weight)

b. Intra-ventricular hemorrhage

¢. Hydrocephalus

d. Bronchopulmonary dysplasia

e, Failure to thrive

f. Asphyxia (especially with low Apgar scores and seizures)

17




COMPREHENSIVE CASE COORDINATION PROCESS

Case. Coordination Role

Case coordination or case management for developmentally disabled persons is a
necessary service that insures that a client's needs 'are addressed and
services are provided. The case coordinator is responsible for ensuring the
coordination of planning, service delivery; monitoring ard following up on
recommendations.

The case coordination process begins when a person first enters a service
system and should continue throughout the period of time the: child is
receiving services from that agency. The family will be an integral part of
this coordination process. The case coordinator's duties will depend on the
agency's definition of case coordination and the needs of the individual child
and that agency's relationship to other agencies which may be involved in
providing services to a family. Tasks typically include collecting the initial
information on the child; coordinating assessments; conducting case

- conferences; ensuring that necessary documentation is in the file; and making
arrangements for follow-up.

In settings where multiple disciplines are involved, the needs of the child
may determine who should be the case coordinator. For the child who has many
medical problems, a nurse might be an appropriate case coordinator. If the
major concern is in the area of speech and language development, a speech
pathologist might be the appropriate person to assume the coordinator role.
In some settings & social worker or child life specialist may assume the role
of case coordinator. The case coordinator may change depending on the child's
needs. When such changes occur it is important that all team members be
notified of the change.

If your hospital or agency does not have a system of case coordination, they
may want to consider instituting one.

Record Forms for Case Coordinators:

- The Worksheet for Case Management Plan from Getting Children Home:
Hospital to Community (found in Appendix C) and Family Needs
Checklist Planning Forms (on pages 15 - 17) are both designed to be

used by case coordinators in identifying needs and planning for those
needs. -

Reading Resources for Case Coordinators

- Early Intervention - A Team Approach, edited by K.E. Allen, V.P.A.
Holm, and R.L. Schiefelbusch, Baltimore: University Park Press, 1978.

- Case Management in Human Service Practice, edited by M. Weil, J.M.
Karls, San Francisco: Jossey-Bass Publishers, 198S.

~ Coordinating Services to Handicapped Children: A Handbook for

Interagency Collaboration, edited by J. Elder & P. Magrab, Baltimore,
London: Paul H. Brookes Publishers, 1980.




FAMILY NEEDS CHECKLIST PLANNING FORMS.

The Family Needs Checklist Planning Forms are designed to be used by case
coordinators as an aid t¢ identify service needs and planning for those needs.
Available resources in tkis st:zt< have been identified by following this form.
Description of those resources are located in the noted appendices.

There are a number of gtatewide resources that are available and can
provide information on services in local communities. They are:

NEBRASKA CHILDFIND
Toll Free 800-742-7594
:Nebraska ChildFind will assist parents of handicapped children find
proper gpecial education or related programs to benefit their children.

HOTLINE FOR THE HANDICAPPED
Toll Free 800-742-7594

An information and referral program which provides information on service
agencies, associations and other resources in the State of Nebraska that
provide services to handicapped persons.

DIRECTORY OF RESOURCES FOR NEBRASKA CHILDREN: SPEAKING FOR CHILDREN
One copy can be found in Resource File.

This is a directory from the Junior League of Omsha and the Child Saving
Institute: a guide to find services for children and their families in
Nebraska. It can be obtained for a fee at the following address:

-Child Saving Institute
115 South 46th Street
Omaha, Ne. 68132
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FAMILY NEEDS CHECKLIST/HEALTH CARE THERAPY AND SUPPORTIVE RESOURCES

'

CONTACT LIST

NAME AND ADDRESS NOTES

£y

1. PRIMARY CARE PHYSICIAN

2. NEUROLOGIST

3. ORTHOPEDICS

4. SPECIALTY CLINICS

S PHYSICAL THERAPIST

6. OCCUPATIONAL THERAPIST

7. SPEECH/HEARING THERAPIST

8. COUNSELING

9. VISION TESTING

10. HEARING TESTING

11. GENETIC COUNSELING

12. DENTAL HEALTH

13. ADVOCACY GROUPS -

l4. FIRST AID TRAINING

15. PUBLIC HEALTH SERVICES/VNA

Adapéod ﬁy Early Referral and Follow-up Project; University of NcBruka Medical Center,.
Omaha, Nebraska, 1985 from Fanily Involvement with At-Risk and Handicapped Infants
An HCEEP Model Demonstration Project, University of Idaho, Moscow, Idsho 198S%

IToxt Provided by ERI
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PLANNING LIST

PAMILY NEEDS CHECKLIST/PARENTAL/EDUCATIONAL INFORMATION

|
*Priority= 3 high, 2 moderate i
1 low, 0 do not want |

Priority* | Plan & Record N

1. How to be your child's case manager.

‘2. laws related to Special Zducation.

i,

your child.

1. mcmim Conditions.

. Tormal Development:
a. motor/physical development.

- b. language/communication.

c. cognitive/learning abilities.

d. ull—holé skills.

e. soclal skills.

6. Testing:
a. reasons for testing.

- b. :ciu].u of tests.

c. how tests affect my child.

7. How to interact with Prolessionals

vho serve your child.

8. cord keeping,

3. Skills for obtalalng/asking
for information or service.

16. Stress management.

I Time management.

Adapted by Early Referral and Follow-up Project; University of Nebraska Medical Center,

Onaha, Nebraska, 1985 from Family Involvement with At-Risk and Handicapped Infancs
An HCEEP Model Demonstration Project; University of Idaho, Moscow, Ida:.gllsss ’

IToxt Provided by ERI

- ERIC 2
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PAMILY NEEDS CHECKLIST/PARENT SUPPORT SERVICES
e PLANNING SHEET

”}:.

YES| NO COMMENTS/CONTACT ET.

© 1. -RESPITE CARE

2. TRANSPORTATION

3. SUPPLIMENT SECURITY INCOME

4., RECREATION

3
'
]
1
A
2
H

S. AID TO DEPENDENT CHILDREN

6. DAY CARE

7. BABYSITTING

8. TOOD STAMPS

9. HOUSING

10. LEGAL AID

11. HEALTH INSURANCE

12. INCOME TAX INFORMATION

13. SUPPORT GROUPS

v

14, FEDERAL AND STATE FUNDED
EDUCATIONAL PROGRAMS

Adapted by Early Referral and Follow-up Project; University of Nebraska Medical Center,
Omaha, Nebraska, 1985 from Family Involvement with At-Risk and Handicappad Infants
An HCEEP Model Demonstracion Project; University of Idaho, Moscow, Idaho/198S

JAY




l. RECREATIONAL

% DMOTIONAL SUPPORT

S<FLAY GROUF FOR HANDICAPFED CHILD

5. CAREGIVING FOR HANDICAPPED
SIBLINGS

7.7 SIBLING SUPPORT GROUP

v

a. regarding handicapping condition

b. Jther

9. SIBLINGS CONCERNS ABOU; 1HE FUTURE

10,7 STELING CONCERNS ABOUT MEDICAL
PROBLENMS

Adapted by Eaily Referral and Follow-up Project; University of Nebraska Medical Center, OnshaA.
° Nebrasks, 1985 from Faaily Involvemant with At-Risk and Handicapped Infants

. o HCEEP Model Demonstraticn University of Idsho; Hoscow, 1daho/1535
| ERIC SR




1.

2.

3.

5.

6.

7.

HEALTH CARE AND THERAPY CONTACT LIST

Primary Care Physician

Neurologist

Orthdyedist

Specialty Clinics

Genetic Counseling

Dental Health

Vision Testing

ROLE DESCRIPTION

Pediatriciai./general practitioner whom
parents designate as their child's primary
medical coordinator and health care
provider.

Physician who specializes in brain and
nervous system disorders, including
prescribing and monitoring of medications
for seizures.

Physician who specializes in conditionms
directly or indirectly involving the
musculoskeletal system (i.e., cerebral
palsy, spina bifida).

Clinics, often multidisciplinary in nature,
organized to serve a single group of
handicapping conditions such as
myelodysplasia or a single body systems
such as endocrine, cardiac, etc. These
clinics do not take the place of a primary
care physician.

Genetic counseling may include tracing
family and reproductive histories, physical
examination, and/or chromosomal analysis.
Probability estimates and current treatment
approaches are offered to assist clients in
decision making regarding childbearing.
Such- counseling should be provided by
persons with specialty training in this
area. HBM Center for Human Genetics accepts
self referral.

A dentist with specialty training in
pediatrics should be involved in the care
of a child with disability by the time of
first tooth eruption. (Not all Nebraska
dentists will serve this population. See
Appendix B for a listing of dentists in
Nebraska who have indicated a willingness
to accept handicapped patients.)

An ophthalmalogist trained in pediatric

conditions often is necessary tor children
with developmental disabilities. Some
special educators have specific training in
determining how a child uses their vision
functionally.




10.

11.

12.

13.

Hearing Testing

Community Health Nursing

Services

Counseling

Occupational Therapist

Speech/Language Therapist

Physical Therapist

It can include assessment of sensory neural-
(brainstem evoked response - BER) -and/or
-conductive hearing 1losses (impedence
testing).

Registered nursing services range from
brief home visits to full 24 hour in-home
care, Respite homemaker services may also
be available. See Directory of Nebraska
Home Health Agencies in this Resource File
for specific agency offerings.

Includes behavior management, fim.ly or
individual psycho therapy. Services are
most appropriately delivered by persons who
hold at least a Master's in So. il Work, a
Ph.D. in Psychology with clinical
certification, or a ‘Master's Degree in
Mental Health Nursing. See Appendix A for
further resource information.

Assists/intervenes to facilitate oral motor
and/or fine motor functioning.
Developmental ac"‘ ‘ities such as feeding,
movement, play ai interactions with others
are the primary . us of intervention with
infants and young . :i{ldren.

Assesses/intervenes with children who have
or are at risk for language and
communication disorders. Prelinguistic
communication in birch to three age group
is inciuded in this specialty.

Conducts neuromotor assessments,
designs/implements plans to include
positioning and handling, bracing and
adaptive equippent necessary for gross
motor functioning and body alignment.




SUPPORT SERVICES PLANNING SHEET

Resource information is located in Resource File. See the Following:

1. Advocacy Groups Resource Guide for Parent and Advocacy Organizations

2. Alternative Care Options Appendix A, Appendix D

3. Child Care Appendix A

4. Uepartment of Social Services (check applicable services) Appendix A

=Adoption services

~Aid to dependent children

-Burial assistance 7 i ~ ~ S
=Day care assistance -
~Emergency assistance
~Emergency shelter care

-Food Stamp Program

~Foster care

-~Homemaker services

=Job -Support Program

~Medicaid ,

-Medically Handicapped
Children's Program

5. Equipment vendors Directory of Netraska Home Health Agencies

6. Funding agencies Appendix A, Appendix C

7. Health insurance Appendix C - Paying for the Medical Help You Need

8. Housing ‘Appendix A

9. Income Tax Information Appendix A

-

2%




10.
11.
12,
13.
14,
15.
16.

17.

Legal Aid Appendix A

Recreation Appendix A

Respite care Appendix A, Appendix D - News Digest

Transportation Appendix A

Developmental Disabilities Council Appendix A

Regional Community Based Mental Retardation Program Appendix A

WIC (Women, Infants and Children's Program) Appendix A

Other
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University

of ‘Nebraska‘ 42nd and Dewey A

Il Medical Center Omaha, NE 681051065
. C. Louis Meyer

Children’s.Rshabilitation Institute

‘444 South 44th Street .
Omaha, Nebraska 68131-3795.

SCHOOL REFERRAL LETTER

Dear :

I would like to refer Ashley B, for evaluations through the Coleridge Public
Schools. Ashley has been recently hospitalized (September 3 - 10, 1985) at
University Hospital in Omaha for a medical diagnostic workup. She has a
medical history that includes perinatal asphyxia with subarachnoid hemor-
rhage, and seizures, with a subsequent diagnosis of cerebral palsy. She has
visual problems including an alternating strabisms. She is being followed
medically by Dr. Torkelson, neurologist, and Dr. Hurmann, orthopedist.

Observations during this current ‘hospitalization presented current concerns
regarding delayed development. Mr. and Mrs. John B, have been made aware of

‘this referral and will be contacting you., Their address is 1101 East Tth,
Coleridge, Ne. and phone number is 402-782-1460.

Sincerely,

Case Coordinator
University Hospital
cc: To Parents

.83
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E MC “University of Nebraska—Lincoin University of Nebraska at Omaha University of Nebraska Medical Center
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APPENDIX A

RESOURCES -

Appendix A is a listing oi resources for children with disabilities and
their fawilies. The general resource headings are organized alphabetically.
They are the following:

Alternative Care Option
Child Care
Counseling
Department of Social Services
Developmental Disabilities Council
Funding
Housing
Income Tax
Recreation
Regional Community Based Retardation Program
Speech and Hearing Therapists
v Transportation
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ALTERNATIVE CARE OPTIONS

The following are options for residential out of home placement for
handicapped children in Nebraska. For further information. contact the
Department of Public Institutions or the Department of Social Services.

Residential Centers

State residential centers (Beatrice State Developmeatal Center and units
at Hastings Regional and Lincoln Regioral Center) are designated for providing
services to persons with mental retardation. Admission to these centers is

-contingent on the lack of resources in the community based mental retardation

programs and the centers' capacity level. If community based services are
available, residential placement will be there instead of the residential
center.

Comnunity Bagsed Programs

Community Based Programs through the State Office of Regional Community
Based Hental Retardation Programs agsist families in finding local residential
care programs for their children with mental retardation. During infancy,
children are placed in foster care homes which are privately contracted with
the family. Payment is determined on an individual basis, but most caretakers
assume the child's»Supplemental-SociBI,Security Income payments. Other
residential options are available for older clients, including residential
group homes,

OtheTr Alternatives

For children who are not mentally retarded private foster care placement
is also available. Contact the Social Services Department. Families may also
80 to Juvenile Court, indicating that they cannot take care of their child at
no- fault of the parent. If the court rules in their favor, the parent
continue to have: some legal rights to their child but foster careé. placement
will be found. The Department of Social Services has more information-
regarding this possibility.

Adoption

~ Families who no longer feel that they can care for their handicapped
child may seek voluntary relinquishment .of their parental rights. Once again
the Department of Social Services can be contacted. The child may then be
placed for adoption and this can be done through ‘the Department of Social
Services or other private adoption agencies in the state.

v

CHILD CARE

Child Care

Some private day care centers do accept handicapped children. They must
be contacted on an individual basis. The following resources can help
identify day care options:

Speaking for Children: Directory of Resources for Nebraska Children is a
directory of gservices that include day care services throughout the State
of Nebraska. This is a project of the Junior League of Omaha and can be
obtained at Child Saving Institute, 115 South 46th Street, Omaha, Ne.
68132,

-A-2 :33




In Omaha two referral agencies for day care services are available
for a fee ranging from $35 - $55. These include:

- Answers -for Child Care at the Child Saving Institute — 553-6000
- Omaha Child Care Referrali - 551-2379

A listing of registered Day Care homes is available through the
Nebraska Department of Social Services - 444-6134.

Respite

) Respite care is temporary care for a child with handicapping
conditions that can be provided periodically or on a regular basis.
Services can be provided in the family's home or out-of-home care. Child
care services mey include spéecially trained babysitters, day care
services, and/or respite care services. There are several community
programs (e.g., Red Cross) that train groups .of people so that they can
safely babysit children with special needs. °

Regional Community Based Mental Retardation Programs

‘Respite services are available through Regional Cormunity Based
Mental Retardation Programs in Regions V and VI.- In some areas, respite
care 1s provided through the local Associations of Retarded Citizens or
other individuals. The State of Nebraska ie divided into six regions
(See Appendix for a description and listing of the regional offices in
Nebraska). A good resource for knowing the local regpite gservice is your
local Office of Mental Retardstion. (See "A-10" for listing of regional
offices).

|
|
{ The following resources can help identify respite care options:

Greater Omaha Associatic. for Retarded Citizens

The Greater Omaha Association for Retarded Citizens sponsors a
sitter/companion program. Trained sitters are available for a fee to
provide short .term relief to parents or guardians of persons with a
developmental disability. ’

Address: 3610 Dodge Street, Omaha, Ne. 68131

Phone: 346-5220

Child‘Saving Institute

The Child Saving Institute has a Crisis Center which provides
emergency residential care for children under 12 years of age depending
on the level of need. _

Address: 115 South 46th St., Omaha, Ne. 68132
Phone: 553-1007




COUNSELING

Counseling services for members of families who have a handicapped child

may be needed for a number of reasons. Counseling may be provided to

individual family members or to the entire family. Individual counseling for
parents is generally designed to help a parent gain greater self understanding
and acceptance. Often individual .counseling is used to help solve specific
personal problems such as learning to cope with stressful situations or
understand depression. Counseling which involves both parents is often
provided where problems exist between parents or for counseling on the
management of their children's behavior. Family counseling is most often
provided to help solve problems that involve all or several members of the
family. Family sessions are designed to help solve family problems by
changing the way members interact with one another.

Group counseling is also available to help people learn to solve a
variety of personal and child related problems. Usually groups focus on
specific types of problems such as child guidance or self-awareness. Groups

, may be time limited, running a specific number of sessions, or they may be

continuing, so that there is no set point at which everyone leaves the group.

Counseling services are available from a variety cf sources. Agencies,
both public and private, are common sources of counseling services. In
addition many .professional counselors, usually psychiatrists, psychologists,
and social workers maintain private practices through which counseling is
provided. In Nebraska psychologists and psychiatrists must be licensed. They
should have had specialized training that allows psychiatrists to “e boarded
and psychologists to be certified. Social workers at a minimum should have
received ACSW certification.

DEPARTMENT OF SOCIAL SERVICES

1. The following services are available under the Nebraska Department of
Social Services. (See pamphlet in this book for further descriptions of
these programs.) )

Aid to Dependent Children (ADC) is a state program for financial aid
tc dependent children including the not yet born. See Appendix D
for additional information.

Food Stamp Program provides food stamps to those families meeting a
certain income and resource limits.

Job Support Program is a mandatory component of the ADC Program for
recipients whose youngest child is over 3. The focus of the Job
Support Program is- the development of an employability plan which
can include training, development of job search skills, and support
services to enable ADC recipients to seek full time employment.

Day Care Assistance Program provides payment for provision of day
sare for low income families who are eligible.

Medically Handicapped Children's Program may pay for medical
expenses of handicapped children.
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Adoption Services find permanent homes for children who are free for
adoption and whose present environments lack the stability of
adoptive family settings.

Emergency Shelter Care provides immediate, temporary homes for
children up to 12 years of age in crisis situvations, It is
available when a family has no one else on whom to rely. In Douglas

‘County call 553-6000. Contact local Social Service OZfice for
information in other counties.

Homemakers' Services provide services 1. the homes of aged, i
physically or mentally disabled adults and families who are unable :
to adsquately manage the family or household due to lack of

knowledge, skills, or abilities.

Transportation gervices are provided to aged and physically or
mentally disabled persons to and from local community facilities
whon no other transportation is available.

Foster care provides temporary family care for a child when the
child's own family is unable to meet basic needs for care.

Emergency Assistance is provided to needy families with minor
children in situations where other resources are not available,
e.g., imminent evictions, loss of utility services or exhaustion of
food.

County burial assistance is available through selected funeral
directors if the: estate of the decedent and/or the income and
resources of responsible relatives are insufficient to meet burial
expenses as defined by the Department of Social Services. Contact
must be made prior to any arrangements in order for funding. to be
considered. This procedure is specific to Douglas County. If in
other location, contact local office for services -specific to that
county.

Children's Medical Program (Ribicoff) assists persons 20 years old
or under in obtaining medical services when they do not qualify for
other medical assistance.

In Douglas County, there is a general assistance number of 444-621S.
Specific numbers can be located in Speaking for Children: Directory
of Resources for Nebraska Children. - Junior League of Lincoln.

FUNDING

One of the major state resources for funding handicapped children is in
the Nebraska Department of Social Services. This and other funding resovrces
are the following:

The Medically Handicapped Children's Program )

Diagnostic and treatment services are covered when they are within the
'scope of medical coverage when there is prior authorization by the Medically
Handicapped Children's Program, ¢.g., hospitalization, diagnosis, general

L TC A-5 .
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care. Children are eligible based on diagnosis, medical treatment plan, and
the family's ability to pay for the cost of medical care. Referral to this
agency may be by a physician, parents, local social services office, social

agencies, or others (See Appendix C).

Disabled Persons and Family Support Program

This program.may authorize payment for such things as home architectural
modifications; attendant care; non-medical costs incurred during treatment;
counseling or training; home health; housekeeping; special equipment; respite
care; and transportation. Other types of support may also be considered based
upon individual needs and circumstances. Families with a disabled family
member who need some sort of support to prevent out-of-home placement are
eligible for services. Financial €ligibility is also considered dependent
upon the gross monthly income of the family and adjusted. to the family size.
(See pamphlet in this booklet for further description of this program.)
Supplemental Social Security Income

Supplemental Social Security Income. (SSI) Program provides monthly cash
benefits to blind and disabled .children and adults. Handicapped children are
eligible for SSI if t! iy meet the SSI blindness or disability guidelines and
are financially eligib.e. The general standard in determining whether a child
is eligibls is whether the child's impairment has had or will have a severe
impact on physical, intellectual, emotional, and/or social development.

A person may apply to the Social Security Administration Office by mail
or in person by completing the application form, (See pamphlet in this
booklet and information in Appendix D for further description of this
program. )

WIC (Women, Infants and Children) Program
The WIC (Women, Infants and Children) Program through the Department of Health
is offered through 14 agencies statewide. The federally funded program
provides nutritional services including redeemable vouchers for selected high
quality foods to those pregnant women and/or children up through their 4th
birthday (some provide services to age 5) who are determined to be at medical
nutritional risk. (Call MCH Nutrition Division at Nebraska State Department
-of Health, phone 402-471-2781.

Hotline for the Handicapped
Call Hotline for further funding resources - 8G0~742~7554:
Reading Resources

Paying for the Medical Help You Need (This article is located in
-‘Appendix C.) B ’

DEVELOPMENTAL DISABILITIES COUNCILS

The Developmental Disabilities Councils are organized on a regional basis
that parallel the six Office of Mental Retardation regions. Each regional
council has a coordinating committee (see following for contacts) that is
composed of professionals and parents of that community. Each council has a
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designated amount of state funds that they can spend according to the needs of
their community, e.g., support summer camp programs, sponsor workshops,
materials for agencies, etc. No funds are available for direct services or
equipwent for individual children.

Evelyn Pinneker Kay Cattle

Chair, Region I Chair, Region IV

Route 2, Box 103 920 Walnut Street

Minatare, NE 69359 Wayne, NE 68787

Ann ‘McGee Jerry Oestmann

Chair, Region II Chair, Region V

1707 Polk Child Guidance Center

Lexington, NE 69950 312 Lincoln Center Building
Lincoln, NE 68508

Marlys Pearson Mike Monfils

Chair, Region III Chair, Regivun VI

Holdrege Public Schools Nebraska Psychiatric Institute/UNMC

315 East Avenue 602 South 45th Street

Holdrege, NE 68949 Omaha, NE 68106

State Office ~ Developmental Disabilities Council - 471-2337
HOUSING

Facilities are available in Omaha for families of children using medical
facilities in the Omaha area.

Ronald McDonald Housa
~ The Ronald McDonald House of Omaha is located at the Boys Town National
Institute and is funded by local McDonald restaurants, Boys Town National
Institute, public contributions and donations from families staying at the
house, Family donations range from $5.00 to $15.00 per night depending on the
: number of g:-asts and the family's ability to pay.

University House

Famiifs3 receiving medical care at the University of Nebraska Medical
Center may stay at the residence. The rooms are private at a fee of $22 per
night. To make reservations, call 559~5597.

INCOME TAX
The following materials are available.in the IRS Office:

l. Tax Information for Handicapped and Disabled Individuals - Publication
907.

This publication covers the federal income tax rules of particular
interest to handicapped and disabled people and to taxpayers with
disabled dependents,

2.  Medical and Dental Expense - Publication 502.
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This publication explains how to cleim a deduction for medical and
dental expenses.

3. Child and Dependent Care Credit & ‘Employment Taxes for Household
Employees - Publication 503.

This publication explains tax credits if you pay someone who is
taking care of a dependent who is under 15, a disabled dependent or a
disabled spouse so that one can work or look for work.

REGIONAL COMMUNITY BASED MENTAL RETARDATION PROCRAMS
M

Through efforts of parents and. others, the Nebraska Legislature mandated
that services for those with mental retardation be established within local
communities. The state was divided into six regions with each region
responsible for clients in their counties. The State Office of Mental
Retardation is under the Department of Institutions.

The: Regional Community Based Mental Retardstion Program offers a range of
services for children and adults including residential care, vocational
training, and social services. (See page AlO for regional offices 1istings.)

RECREATION

Children can participate in recreational programs ti:at include summer
camps, after-school programs, and clubs. Information regarding recreational
programs in Nebraska can be obtained through the following resources:

Hotline for the Handicapped, Toll Free Number - 1-800-742-7594

Nebraska ChildFind, Toll Free Numher - 1-800-742~7594

Speaking for Children: Directory of Resources for Nebraska Children -
Junior League of Lincola.

Directory of Rec:eation Programs for People with Developmental
Disabilities for Douglas County - Developmental Disabilities
Council/Greater Omsha Association for Retarded Citizens (See Appendix
G for a pamphlet)

Pipal Park in Omaha at 78th and Center Street was especially planned for
childran with disabilities. '

SPEECH AND HEARING THERAPISTS

v -

Local school districts are the primary resource for speech therapy
services in the state. Individual language therapy may not always be a part
of the individual child's program. For those children not eligible for speech
and language services private practitioners would be available in most citjes.
For information on a listing of licensed speech cherapists contact the
Dep irtment of Health - Bureau of Examining Boards = 402-471-2115.

The following is a list of some agencies that can provide private
speech/language services:

Boys Town National Institute for Communication Discrders in Children




Address: 555 North 30th Streei, Omaha
Phone: 402-449-6540

Immanuel Medical Center
Address: 6901 North 72nd, Omaha
Phone: 402-572-2277

Laboracory of Speech and Language Disorders
Address: 4256 Douglas St., Omaha
Phone: 402-551~7338

Speech Rehabilitation Services
Address: 12793 Q St., Omsha
Phone: 402-894~0387

University of Nebraska Speech and Hearing Clinic
Address: 202 Barkley Center, Lincoln
Phone: 402-472-2071

TRANSPORTATION

School districts are responsible for providing or reimbursing parents for
transportation for educational programs or educationally related evaluatious.

Transportation services to and from local community facilities aze
provided by Department of Social Services for financially eligible persons who
are also aged, physically or mentaily disabled persons. Other options for
transportatiun must be utilized before this funding is available.




REGIONAL OFFICES

[~ :

‘Region | Office of Mental Reglon i1l Mid-Nebraska Mental Region V Meatal Retardation
Retardation Retardation Services Services
1721 Broadway §22 East Side Boulevard 2311 North Cotner
Box 1327 B0x 1148 Lincoln, NE 68507
Scottsbiuff, NE 69361 Hastings, NE 68901 (402) 464-8361
(308) 635-3444 (402) 462-5107
Region It Services for the Region IV Office of Reglon VI Eastern Nebraska
Hand Developmental Disabilities Community Office of
30:% Norris Avenue 114 West Third Street _ Retardation (ENCOR)
‘Box 633 1 Box 352 , 885 South 72nd Street
McCook,"NE 69001 Wayne, NE 68787 Omaha, NE 68114
(308) 345-2495 (402) 375-2880 (402) 444-6500
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APPENDIX B

PEDIATRIC OCCUPATIONAL THERAPISTS
PEDIATRIC PHYSICAL THERAPISTS
HEADSTART PROGRAMS

DENTAL LISTINGS




PEDIATRIC PHYSICAL THERAPISTS
IN NEBRASKA

ARAPAHOE Christine Urborm
Arapahoe Medical Clinié
Arapahoe, NE 68922
(308) 962-5464
BEATRICE Gary Anders
Beatrice State Developmental
Center
Box 808
Beatrice, NE 68310-0808
(402) 223-2302

COLUMBUS Ken Johnson
‘North Park Clinic
2360 Pershing Road
: Columbus, NE 68601
o (402) 564-5456

FAIRBURY John Cervantes

FREMONT Gail Johnson
(Fremont Public Schools)
‘RR$#1, Box 71

Mead, . Nebraska 68041
(402) 624-6225

GRAND ISLAND Jolyne Harrington

Jane Gangwish
Grand Island Public Schools
(308) 381-5931

GOTHENBURG Karla Bryant
2306 G, Rt.- 2
P.0. Box 437 .
Gothenburg, NE 69138
(308) 537-2970

HASTINGS Susan Harms, Teri Nguyen,
Anna Showalter
ESU#9
1002 E. South Sst,.
P.O. Box 2047
Hastings, NE 68901
(402) 463-5611

2 44

s




KEARNEY

LEXINGTON

LINCOLN/WAVERLY

LOUP CITY

Jan Wiles

Kearney Clinic

211 West 33rd Street
Kearney, NE 68847
(308) 237-2141

'Lihda Bawkins

Lexington Developmental Center
Lexington Public Schools
Lexington, NE €8850

(308) 324-6414

‘Néncy McProud

Joyce Glaesemann
Lincoln Public Schools
473-0229

Laurie Haszard

Lincoln General Hospitai
2300 S. 16th Street
Lincoln, NE 68502

(402) 473-5100

Burdetta Thrapp
Madonna Proféssional Care Center
2200 S. 52nd Street

‘Lincoln, NE 68506

(402) 489-7102

Jane Sryder
Tabitha, Inc.
4720 Randolph
Lincoln, NE 68512
(402) 483-7671

Marilyn Altenhofen
Waverly School District
489-7102 Extension 285

Denise Extrom
Laurie Casper

Dorothy Schott

Sacred Heart Hospital
626 North Street
Loup City, NE 68853

William Reynolds
Antelope Hospital
102 W. 9th Street
Neligh, NE 68756
(402) 887-4151
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NORFOLK

NORTH PLATTE

OGALLALA
O'NEILL

SEWARD

SIDNEY

SCOTTSBLUFF

Doris Buschkoetter

Lutheran Community Hospital
2700 West Norfolk Avenue
Norfolk, NE 68701

(402) 371-4880

Ricky Peterson

Our Lady of Lourdes Hospital
1500 Koenigstein

Norfolk, NE 68701

(402) 371-3402

Lisa Black V

Great Plains Medical Center
601 West Leota Street

North Platte, NE 69101
(308) 532-5626

Robyn Stewart

Loren Mulhair

Noxth Central P.T., Inc.
Box 902

O'Neill, NE 68763

(402) 336-3109

Michelle Karpenko
208 shannon Road
Seward, NE 68434
(402). 643-3110

Daryl Conger

Memorial Hospital & Home
Seventh & Osage

Sidney, NE 69162

(308) 254-5825

Nancy Porney

Scottsbluff PT Associates
211 West 38th
Scottsbluff, NE 69361

(308) 632-2733

Also PT Dept.

West Nebraska General Hospital
4021 Avenue ‘B

Scottbluff, NE

(308) 632-0355




‘WEST POINT

OMAHA

Vic Kennel

York P.T. Clinic

609 Grant Avenue, Box365
York, NE 68467

(402) 362-6361

Carol. Sheldon
Region IV, ESU$1
Office of DD

P.O. Box 463

114 West Third Street
Wayne, NE 68787

(402). 287-2061

Doris Bourek

Providence Medical Center
1200 Providence Road
Wayne, NE 68787

(402) 375-3800

Judy LeTrud

St. ¥rancis Memorial Hospztal
430 No. Monitor

Box 192 )

West Point, NE 68788

(402) 372-5143

Jim Miedaner

Wayne Stuberg

Penni white

Pam Dehne

Bob Fuchs

UNMC

Meyer Children's Rehabilitation
Institute

444 South 44th Street

Omaha, NE 68134

(402) 559-6415

Kyle Meyer

Wendy Bruce
Methodist Hospital
8203 Dodge Street
Omaha, NE 68114
(402) 397-3000

Mary Miedaner

Catby White

Sue Penner

Prairie Lane School
11444 Hascall Street
COmaha, Nebraska 68144
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PEDIATRIC OCCUPATIONAL THERAPY LISTING

Broken Bow, Nebraska
James R..Christen
1243 South D Street

. Broken Bow, Ne. 68822

Council Bluffs, Icwa
Judy Lynn Carroll
1621 Pueblo Road
‘Council Bluffs, Ia. 51501

Eustis,. Nebraska »
Judith Johnson Heins
Route 15, Box 73
‘Eustis, Ne. 59028

Fremont, Nebraska
Sarah.Lynne Gale
2519 East 22nd.
Fremont, Ne. 68025

Grand Island, Nebraska
Bonnie Jo Rott
1411 West Jobn
Grand Island, Nc, 68801

Hastings
Joyce. Anne Donovan
507 N. Kerr
Hastings, Ne. 68901

Kearney
Patsy Ann Fischer
106 East 30th
Kearney, Ne., 68847

Lincoln
Katherine M. Bangsund
400 Lyncrest Drive
Lincoln, Ne. %8510

Pamela Smith Linke
905 Sycamore Drive
Lincoln, Ne. 68505

Marjohn Petri Love
2601 -South 58th St,., #18
Lincoln, Ne. 68506
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-Lincoln (cont.)
Diane .Gesiriech Ramel
2710 Sewell St.
Lincoln, Ne. 68502

Karla Marie Wahl
1701 Ridgelhaven Court #7 .
Lincoln, Ne. :68505: -

Lodgepole, Nebraska
Cynthia Krueger Epling
P.0. .Box 13
Lodgepole, Ne. 69149

Norfolk, Nebraska
Mary Rumbolz Surber
1202 Norfolk Avenue
Norfolk, Ne. 68701

Omaha, Nebraska
‘Dennis Dean Bickley
'5208 Larimore .Avenue
“maha, Ne. 68112

Nancy Michelle Daly
10606 Ellison Plaza #2
Omaha, Ne.. 68134

Karen Lee Eustice
2601 South 32nd Avenue
‘Omaha, Ne. 68105

Janice Harman Flegle
6723 South 145tk St.
Onaha, Ne. 68137

Linda Lee Gabriel
5119 Decatur
Omaha, Ne. 68104

Lori Ann Hahn
12106 Poppleton Plaza #128
Omaha, Ne. 68144

Jan Gail ‘Hardcopf-Bickley
9622 North 29th St,
Omaha,. Ne. 68112

Mary Lou Henderson
5503 Harney St.
Omaha, Ne. 68132
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Omaha (cont.)
Kathleen M. Keller
4824 William St.
Omaha, Ne, 68106

Patricia Lux Kipperman
4605 South 154th Avenue Circle
Omaha, Ne. 68137

Kari Trygg Miller :
14811 "L* Street
Omaha, Ne. 68137

Diane Rae Neff
330 South 37th Street #10
Omaha, Ne. 68131

Lisa Waliace Scheet
778) Greenleaf Drive :
Omaha, Ne, 68128 :

‘Beth Staenberg
1907 North 102nd St.
Omaha, Ne, 68114

Sioux City, Iowa
Andrea Scott Abbott
3122 Pierce St.
Sioux City, Iowa 51104




NEBRASKA HEAD START PROGRAMS

Northwest Nebraska Community
Action Council

300 West 2nd Street

‘Chadron, Nebraska 69337

(308) 432-3393

Chadron State College
Box 90

Chadron, Nebraska 69337
(308) 432-5018

Blue Valley Community Action, Inc.
Box 273

Fairbury, Nebraska 68352

(402) 729-2278

. Midland Lutheran College -
P.O. Box 244 -

Fremont, Nebraska 68025
(402) 721-5480

Hall County Human Resources
Department _

County Court House

Grand Island, Nebraska 68801

(208) 384-7710

Good Samaritan Village
P.O. Box 347 ‘
Hastings, Nebraska 68901
(402) 463-3181

v

Southeast Nebraska Community
Action Council

Box 646

‘Humboldt, Nebraska 68376

(402) 862-2411

‘Mid-Nebraska Community Services, Inc.
1920 College Drive

Kearney, Nebraska 68847

(308) 234-3916

B-9

Lincoln Action Program, Inc.
2202 South 1lth Street
Lincoln, Nebraska 68502
(402) 471-451s

Lincoln Public Schools
225 South 25th Street
Lincoln, Nebraska 68510
(402) 475-8329

Central Nebraska Community
Sexrvices, Inc.

P.O. Box 509

Loup City, Nebraska 68853

(308) 745-0780

€maha Child.Development * -
Corporation _

3025 Parker Street
Omaha, Nebraska 68111
(402) 444-5577

Chicano Awareness

4825 South 24th Street
Omaha, Nebraska 68107
(402) 444-5577

Plattsmouth Community Schools
2101 South 1Sth Street
Plattsmouth, Nebraska 68048
(402) 296-5250

Panhandle Community
Action Agency
P.O. Box 1469
Scottsbluff, Nebraska 69361
(308) 635-3087

Goldenrod Hills Commounity
Action Agency
P.O. Box 10

Walthill, Nebraska 68067

(402) 846-5493




OMAHA, NEB

Bennett, Walter
Omaha, NE 68106

Drahota, R.J.

8710 Coontryside Plaza

Omaka, NE. 68114

Fenster, Donald
2413 M. Street
Omaha, NE'. 68105

Free, J.D.

5440 South Street
#450

Omahe, NE 68506

Gerstner, Roger
3015 N. 90th Street
Omahs, NE 68134

Gilinsky, Rick
2413 M. Street
Omina, N2 68105

"‘Grove, Raymond -

119 North S5ist Street
Omsha, NE 68132

Henduchson, R.R.
P.0. Box 2063
Omaha, NE

Huerter, Jamss .
2410 South 73rd Street
Omsha, NE 68124 ~

Hungerfcrxd, R.W.
601 N. 30th Street
Ouszhs, NE

Kathrein, William

Indian Hills Professional %ldg.
220 N. 89th Street, Suite 102

Omshs, NE 68104

Kelsey, M.N.
119 Nortl. Slst Street

NEBRASKA DENTISTS WILLING TO
TREAT HANDICAPPED PATIENTS

5202 Levenvorth Street

Knutzen, Jeffrey
2808 N. 75th Street
Omaha, NE 68134

‘Butler, Benton
Suite 321 Doctors Bldg
Omaha, NE 68131

Mcley, L.
8031 W. Center Rd.
Suite 321
Omaha, NZ 68124

727 Medical Arts Bldg.
Omaha, NE 68102

Monnig, Dennis

8630 Cass

Suite 216

Omaha, NE 68114
Odorsid, Frank
10815 Elm

Omaha, NE, 68105

Pietro, James
10813 Elm
Omaha, NE 68105

6hyken, Paul
7887 L. Street
Ralston, NE 68127

Tut2lman, Melvin
2020 No. 72nd Street
Omaha, NE 68134

Troia, J.A.
505 W. 23xd Street
Bellevue, NE 68005

Vogclsberg, Gary
220 North 89th Street
Omsha, NE 68114

Westerman, Cary

1106 South 91st Avenue
Omaha. NE 68124
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OMARA, NEB CONT.

Gemar, Gerald
Oak Hills Plaza
12745 "Q" Street
Omaha, NE 68137

Sheldon, Norman
10060 Regency Circle
Omshs, NE 68114

Fangmen, Terrance
8761 Vest Center Rd.
Omsha, NE 68124

LINCOLN, NEBRASKA

Pejsar, Gordon
5440 South Street
Lincoln, NE 68506

Sweeney, George
2810 So. 48th Street
Lincoln, NE 68501

Goromen, T.W.

Crown Place Prof. Bldg
6930 L. Street

Suite 3

Lincoln, NE 68501

Jorgensen, Donald
1413 South 13th Street
Lincoln, NE 68502

Johnston, Glenn
3315 South 3lst
Lincoln, NE 68503

“‘ud‘. Httold
5640 South Street
Lincoln, NE 68506

Iteinacher, Ray
College of Dentistry
-40th & Holdrege
Lincoln, NE 68583

Jurgens, Roger

Meadow Lane Shoping Center

902 No. 7oth Street
Lincoln, NE 68505

King, Dennis
1676 Van Dorn

" Lincoln, NE 68502

Kull, Stan
5019 Huntington #6
Lincoln, NE 68504

Martin, Max
3445 "0" Street

‘Lincoln, NE 68510

Parker, Richard
3100 "0" Street
Lincoln, NE 68510

Rauscher, Bruce
4009 Randolph Street
Lincoln, NE 68501

Sedlak, John
3933 So. 48th Street
Lincoln, KE 68506

Sonderegger, Kurt
3255 "A" Street
Lincoln, NE 68510




OTHER LUTSTATE NEBRASKA AREAS

Ravley, H.H.
Box 67
Elwood, Nebraska 68937

Walter, E.C.
1267% 26th Avenue
Columbus, Nebraska 68601

Jensen, Terry
Box 206
Neligh, Nebraska 68756

Rider, Frank
Wauneta, Nebraska

Rikli, T.

-0rd, Nebraska

Dubs, Houfek and Brown
S08 Willard
Cenoa, Nebraska

Ghangler, Lauren
315 Vest Eagle
Arlington, Nebraska 68002

Heimbuch, F.E. v
515 Niobrara Aveaue
Aliiance, Nebraska 69301

Hinrichs, James
1635 Chatham Avenue
Ardan Hills, MN 55112

Egerman, Lyle
Bancroft, Nebraska 68004

Tietsort, Mark
111 E. 9th Street
Cozad, Nebrasks 69130




OTHER OUTSTATE NEBRASKA AREAS

Wesch, Jack
416 4th Street
Fairbury, Nebraska 68352

James, C.R.
2107 Stone Street
Falls City, NE 68355

Hendriksen, Richard
1735 East Military
Fremont, NE 68025

May, G.W.
2350 N. Clarleson
.Fremont, NE 68025

Walla, William
1835 East Military
Fremont, NE 68025

Coke, Richard L
2350 N. Clarkson
Fremont, NE 68025

Kennel, L.W.
Box 242
Geneva, Nebraska 68361

Janda, David
704 W. 1st Street
Grand Island, NE 58201

Janda, Mike
908 N. Howard #10
Grand Island, NE 68801

Lnfgreen, David
908 N. Howard Suite #102
Grand Island, NE 68801

Staddol, David
815 N. Custer
Grand Island, NE

McPherson, Robert
12th and Laird Avenue
-‘Hastings, NE 68901

319

Diedrichsen, Fred
130 West 14th Avenue
Holdrege, NE 68949

Sawyer, Jay
130 W 14th Street
Holdrege, NE 68949

Bryson, Michael
2122 6th Avenue
Kearney, NE 68847

Bunbridge, Authur
1709 W. 38th #9A
Kearney; NE 68847

Pentz, Roger

P.0. Box 834

903 North Grant
Lexington, NE 68850

Case, C.C.
Box 623
Nebraska City, NE 68410

McCormach,.M.P.
106 S. 12th Street
Nebraska City, NE 68410

Strassler, G.
111% E.. Sth Street
Neligh, NE 68756

Doyle, James
109 N. 15th #10
Norfolk, NE 68710

Karmazin, Daniel
§00% Benjamin Avenue
Norfolk, NE 68701

Krivohlavek, Bradley
Leneral Dentistry
405 South. 17th Street
Norfolk, NE 68701

Murphy, James
100 Virges Street
Norfolk, NE 68701




OTHER*OU?STII! NEBRASKA ‘AREAS

Wilber, C.A.
307 Madison
ﬂorfolk, NE 68701

Brockman, Jerry
Box 379
0'Neill, NE 68763

Croft; Authur
Box 379:
0'Neill, NE 68763

‘Peterson, Wm. J.
1626 L. Street
‘Box 116

Ord, NE 68862

Pestal, Dennis
240 N. Main
‘Osceola, NE 68651

Leppenbach, R.J.
104 N. Brown
Pierce, NL. 68767

McKnish, James
402 North 10th Street
Plattsmouth, NE 68048

Kruse, Steven
113 No. .3rd
Seward, NE 68434

Hoban, Gloria

Box 70

Shelton, NE 68876
Pugsley, George

1810 1st Avenue
Schottsbluff, NE 69361

Zahradnicek, H.C.
24604 Avenu. F. ‘
Scottsbluff, NE 69351

Jones, D.B.
Box 220
Osnond, NE

Jeffers, D.J.
331 North Cherry
Valentine, NE 69201

Jeffers, Robert
331 North Cherry
Valentine, NE 69201

Higgins, D.J.
311 N. Cherry
Valentine, NE 69201

Rakov, J.
Box 250
Verdigre, NE 68783

Wessel, Wayne
115 W. 3rd Street
Wayne, NE 68787
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APPENDIX C

PAYING FOR THE MEDICAL HELP YOU NEED

CHECKLIST OF INFORMATION HELPFUL WHEN APPLYING FOR SOCIAL SECURITY INCOME
BENEFITS

MEDICALLY HANDICAPPED CHILDREN"S PROGRAM
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Paying for the
Medical Help You Need

\'uﬁghMMhaieauNsuMMcal
.lmds' b:::'e;::a of. including ull the Junction.
v equipment. So, for example.
umm.m-m@umm. but he
or she may h\-euele_cuicmdoouudindooc
!htglthciv. especially modified to meet his or
" her seeds. To pay for your child’s medical ex-
peases you will probebly aced the Snsacial as-
mdwﬁlﬁeu‘bﬁ\uem You may-
. de)uahen‘tum if your
child's. medical expenses sise; the -search fos
w‘.lns 10 espand _Although » ou will surels be
wateiud for the generosty of others. the efforts
to Snd funds can become so diflicult that oo
mas begin lo:(egl that vou are scrounging fog
mones But of you need Snancial dssistance. you
€2 Mare 10 Gnd aut how: to get-it. Think o/“vour
search as a teeasuie hunt. This attitude i il hedy
vou keep your perspective on the matter

YOUR FINANCIAL NEEDS
AND RESOURCES

Furst sou inust consider ot only v childs
methic al needs but'Jso how sour fannb spend,
usinoney i vou are fhual and try 10 save. vot
sl ueed inore money for nedicsl expelises
than sou have svailable. vou have to consuler
vutisde sources of help. which in our sociers sre
of three hasic hinds tax-supported gnverninent
prograns at the local. statz. and national Jey ol
iwranee, and voluntary health aRencies
Vanous indivaduals can help sou search tue

4

funds Dactors cun olten direct vou tn sources of
financial

tance i your © v, Social
workers working for hosputals. ROVernment
ag and times \ ol

s soluntary health ugen.

cies can also help. These are people to work with

)'ou.mlotgma.mmnqlh;t sou must do y ous

- port, indicating yous needs and pros iding any
necessary i

ion. Parents of other special’

childsen can also be helpful segarding support
and infoimation. esp cidlly if they have been
successfyl in obtaining inoney.

‘When you look far help o findug Knancial
assistance. semember that «ou are snost fanshiag
with sour Knancrii necds and medical problems
and that snu can be.voir chilil's besg advocate,
You must be able {0 provude il pertinent infor-
mation to anvone helping you 1n sour scarch for
assistance .

THE REQUEST FOR ASSISTANCE

Hegasdless ot whi h agesicy vou contact for ase
sstanee, she- appropriate approach s unpor.
tant.

Telephone Inquisies

Telephone wmquiries are the hrst step i vour
search’for hiiancial assistance. There iy 4 toch-
miue to inaking an effective phone call:

* Cunsder 1 hat DOREE gt gant 60 cocer Iefore
vl s yoous e all 103040 be helptal (0 wrnte these
domn

.Loose Jones; Monica, Home Care 2izar the Chronically Il1 and

Dis(ab@ed‘ Child, NY: Harper Row, 1985.

k s
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o Intrduce yourself in o frendly iice- “Mella, the
is Juduh Swath™ 106 “Judeb Semth. the smother of
Behada FTizabeth Sonith,~ i such identibicatron is
appropeister. People bke 10 know who 18 calkog,
and a friendly tone gets things off 1o & good wart.

o State with whom g wish 1 speek and why

o Writedown the name of the persom with u hum you
sienk_ If someone g es you iformatien, )<h mav
want 10 call hisn or her back for more bster Fue-
thermuore, of someone g\ €3 )0u & commitment of
wine hind. ou need 10 remernbet who that pesson
was

o Be well vrgaiiszed and concise. Refes 10 any notes
you hare made hefore calling if this will help

. ‘l’aﬁmdwulbcphue;alﬁ Do not assume

108 wi't remmember ever)thing you are told.

Be [nendly awd polite, Since people has e good and

bad days. don't take a grouchy of cust response;

pessonally. ﬁ\m‘pwmnhninan.sdcﬁ‘

your menners. You may be able 10 get the patty 13

ehnnhuwhermudwulmcwhdpywqg

someone else i the future.

Interviews

If an agency is interested in more infosmation
about yvour request, its representative may wish
tosee you in person and an interview should be
aseaniged. Make an sppointment for a time when
you hnow you will be punctual and calm and
when you will hasve the attention and interess of
the agency (which excludes appointments .on
Friday at 4.45 p.0.). Your general appearance is
impostant.. If you come bedecked with-dia.
monds. people may wonder.if you ase really a
needy case. But ify ou artive Jooking bedeangled
and worn You won't create a positive ik - 7esuon
eithes.

Again, be organized and write down notes in
advance, for you inust be able to consince peo-
ple that yours 15, sndeed. a worthy cause. Since
many professinal people are very busy, don't
take up more of theis titrie than necessasy.

You cun sometinies - arrange interviews at
home. Notonly inay this be more consenient for
you, but it wall cnable the social worker nr other
agency nlificial actually to see your child in the
hoine enviroimient -and thus, bettes appraise
your child’s needs. Also, someone who has been
to vour home 15 more likelv to remenber sou
when you contact hitn ne her ugain.

Written Requets

You will probably need to put your fequest for.
assistance in writing. Writien requests may tah.

tine to forinulate, but they ensure that -an
agency has ull the relevant information. A wnt-
ten request makes the best'imptsnion i
acatly typed on standard 8% « 11" white papés.

‘You can give 4 person your.wntien request &t

the. time of Jdn interview or ma it following .+

phonie call. A written reply to your letter wall.

then e you vembication of the agency’s gen-
etal policy o a specific respoi.# 10 your request

ll_cfmh
Do not take any refusal personally. People are
not saying they don't like you or your child. They
are saving that, as they perceive the situation.

they can’t help yvou.

‘Be sure you know why a request is sefused. In
some cases, a refusal is due ;0 an inflexible policy
But in other cases policy is open 1o interpreta-
tion. Check with ithe sgency to'make sure you
have aiven all the information they need.

Don't be afraid to ask agsin. Assistance pro-
Hransevist toussist people. If you think you hav ¢
a seasonable request. keep making it. People

-must perceive vous need befofe they can help

you. Also. soine. programs change. While you
inay not be eligible for soniething now, you mav
well e later.

GOVERNMENT PROGRAMS

Althuuch gos cenment progranis and regulations
are comstantly changing. these are various magos
sources of government .issist.on o for your child:
the federal Medicaid prousans .and its equive:
lent an the: state level). the federal program s
sisting the disabled Supplemental Security In-
comer. state prograns for Jisabled childron
iolten called the Cripphd Cluldren's Serviees a8
sinply Children’s Sersicest. aind state jngToms
ddne ot deselopine.tatly thy ibled. Other pro-
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2 MEETING THE NEEDS OF THE WHOLE FAMILY

grams ptoude atudace 10 specilic groups of

wndivadaals. Such as duldren of veterans or of-

Socsal Secunty renpmu& M fiom lhne plo-
Stams \asies fcam state (o state, some parents
facwmg hige and ongoing medical expenses have
actually imoved 10 anothet. sluemotdet 16 get
more nmpwbmme government assistance.

Pt m.ndund;lkmdhhle& Unless you
cam eauly ‘pay for yous-chuld’s expenses, you
shoukt hend st what assistance is available

Medicaid

Medwad 15 the federal program assisuna the
medwalls needy Somé states have supplemen-

- -tal programs prossding additional benefts But

wheterver y0u hve-there-are certain factors to
comudes

WrWﬂyfuMpmgumsm your
county or city welfare. or Social Seeunly oﬁcc
Whkde sométsmes payments are jetroactive and
-oyiendeubn.ulheemhsdcﬂn
espenie_has been incusred, often you have fo
spply before expenses are incurred. So, for ex-
.aomple, f you think \mchldmybedmbled
‘appls. helore any: testing is done If you think
sous ciwid- md; hosputalization, apply If an
emergencs anthuuamdemotmddmse\ne
diness anses. +pply. VYou can get prefuminan 1.
fosmation by phone Often  fnend or felam ¢
can do ininal legwors icy sou

Fhgbilits requirements not onle vay frim
HAe 6 state but age canstaittdy bemg up 2atd,
i vou e condesing applsing hor asstanee,
eall vomir boral wolfare’ uilke to i oust what the
genreal requirements: sie Mthough you man

-t sgualiiy 0 2o an wellare, vou g well il

o oot & peorran tor the “inedicalis weodh anh

“Sahs 4 progratt inay pro s drce medical asst

e 4 shire of cou” nee pakes 231-230
e vsedenna g0 asualis o m.mvmm'm for elmlnl

Sy Vo are wsualls elimible onks for  proigram

uuiun the state.in wluch vou resude Therelore
soir ate nut chuible when traseling i another
state or absasd Likewise, laremnen are aot eh:
wibde s 10 pmumm unless thes are hete not
LAY TS reideat shens

I'mu iy o isunalls the ensaary ceetessmmant ot

o ] 6 O

RIC

PAruitext provided oy enic [l
(RGN

-ehgibiliey  Call sour focal weoliare wlhce log the
exact-infosmation Do thy Iefire vini we an
agency worker. 50 sou wil ko what infortng.
tion to bring 10 vour Rent meetuig A phone call
-€an not only S € 30U 2 48P of sou are mclisble
- hut may also wfosm sou how s could become
elible. Medicad delemum't chigebilits on the
lueu of cash and sav s, bt it dogs not tah¢into
account \ouronlsundmu bl boaris, mosttages,
ele. Asane b the Medicand lunt of
cash on hand » sl S0 16 vens hase ~ 34000, \iup
anght consder gy i o bills. foans, of part o
your inortgage (o qualifs 1itis b begal in s our
state 1o purchase a. " pasd wr fll” ble insurance
policy of S13KD, you inteht consider that
This'ss by no SNEANN D SUTRVUNE Cliat 3oy Do
dnlwneu Rathers ot is 2 sealistic puture of how
youwill have to work with the wstem and will
have to understand the fules and reduirements
of that sysiem. There are requirements sou will
00t be able to work sround, hovrver For exam.
ple. a requitement mav be that vou not own
more than one home If you own twa and sell
ane. the moner " lhcn part of vour fnancial
worth. probably makuig 3 0u 100 rich to quabfe
You mas: not give properts awan 10 become vh-
mble.
Income mav o a0 detetimae elagibahit
Free wedical assistance wall be s ou of noces
san Howeror, asistanice i obten eranied onle
on s cont-share basit Based UPRO A OUE 1k ot
and the 2os ernnent s cost-of-h une cak ulatsins.
the soserntnent detesmines a ot that sou
st pas evers mth or inedieal evpenses
Thee corermment pass the reost e ot (YT
Ps Feders (o vonr ot otepuorhet capresnes 1) v
have WBUEANCE SO s that ot wftee the
L0 0 By pandh 308 s tion Y vanieoree chusible,
VOus o lunbnlm 1 teaim the hiest ol elie iuoeh
which vend pphy o soar PADeRWY e g
siwewed on g aanthl bavis 1 any ane awonth
sous expenses are luwh vunach. vou will segens e
assitance So.togevample, 1f o sbare of cost
is SN and sour onton-pocket CPeuses are
SE8IL. thes wos renment wall pas $250 Since llu-
KOv eenanent’s Calo ubatinns of sonthly n N ey
peases ase vers low, son mass il vong sle ol
vty vens el Yonr acome s ine heh
ennih that son wall qualils, onh winen vous
Chialdd bos spicaalis gl eipensis, as dinninng hi-
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of the treatments prescribed by a physicien ure
covered, inchrling doctorss’ visits. testing, hospi-
takzation. and orthopedic equipsnent.

Some states provide this sssistance only on a
loan basis. which means that you will have to
cepay the money aver titne.

pitalization. In that case you may have toreserse

this program for what the medica! world calls
“catastrophuc illnesses” aad use medical wisur-

anceand puvate sgencies 10 belp you with cegu-

ox

ht‘mp:‘n:e:;wl‘ fiable if you bie about yous
Snances. There are accasinnal sudits of state and
county records, as well us of individual Bles.

The referval service piovided by the wellure
depastment’s soci:] senices division can be in-
valuable, for that department has much informa-
tion that cnnhelpyonﬁndnmﬂmw::::abﬂ

vernment agency or-a pri one.
mhve:fx .l setvice is provided even i you
don’t quulily for Medicaid.

Crippled Children's Services

Al stats's have programs assisting childfen with
dnnNnueaﬂM(wau birth defects, sc-
cidental  dissbilites, snd chronic duc?mk
Whereas the title of the program may vary from
state o state, it is often calied either Crippled
Children’s Services or siunply - Children’s Ser-
vices. Since the funding is provided by both staté
andlocalgo\mnmemmhebmeﬁsamuvm
only from state 10 state but also from county to
county. The programs are usually run by the
department of health or welfase.

Assistance usually provided withous proef of
financial eliphilits includes physical and occu
pzonal theraps . which are often adinunstered
through the schaols free of ciarke. Diagnostic

testing is nsually pard for only of & doctos’s: autho-

fization is recened bejure testing is done. Tl.ns
is why sou shoukd apply for assistance as voon i
you think these inay be 4 problem and not w.is
until one §s diagnosed. Olten in an cmergeivy,
covetasie can begin lron llw time phone autho-

rization is given by your dottor, with the under-

standing that sou will complete any necessary
peperwork as soon as possible.

Assistance based upon eligibility i oftcn as ml-
able ti> midddle-income Lunilies who do not el
Ay far Medicaid. Depemding apon sour financul
statuss. either sour ¢ nbd quabifies for free werviees
oF son it assinne a share of cast. Olten 1nany

BEST COPY AVAILABLE

_ Programs for the
Develcpmentally Disabled

Most states proside assistance for the dc\-z‘lo\p-
mentally disabled, uiding ctuldren with neuro-
logical problems (mental and motor) caused by
bisth - defects, illness,. or accidents. Although
thése programs can he tun by.the depariments
of health, welfaze; or social seevices. there abo
are private, nonprobit agéncies contracting wih
!l\euuelotiwtdsloprondemhut\mYm
county, health of welfire department should be
abluoxell)om(anymhuemedunm
state. Such an agency will often first help you
determine if your child uehnbk‘otolhupnb-
Yc funding. If not, it may I\elp)ouw«:hmw
vices such as diagnostic testing,. upptqwhbe
schooling, day care, and sometumes even home-
maker services such as cleaning and cooking)
Such assistance is ptouded particularly if it wil
help maintain the child 3t home of in the com.
munity rather than in =n inshitutional mnu

Since 4n indinsdual agencs mav have some
treedomn in decsding how to alloc.ne st funds. n
‘s be up 1o vou to md«..ule sour m:ga and to
convince peopic that sour ch indded repee-
sents 2 worthy cause Such pleading cannot Le
buased pust upoii feclnds hut must be substan.
tiated by facts, For example. of s ou can find out
how miuch it ould cast the state to institutional-
ize achubd i a state bacility for one sear and then
estimate liow anich y0u would need to gt
enounh help o allow your chiki o remain at
howe. sou could show that it would be far
cheaper for the state rand ultimatels she tay
pasen to asist with home care than 10 1nstity:
tionalize sour child.

Supplemenial Security Income

Disabibedd b acduaaly wath bitthe o o imcoine of
theig avgninas qualidy bor Supplemental Secunty
b Howeserundess sour child ivover 1808

Yo Thas
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02 MEETING THE NEEDS OF THE WYOLE FAMILY

“does not live at home, your whole famuly iincome
# considered. So whereas this program inay well
aid your chuld w hen he or she gets older. it may
not do 0 now._But check on present eligibility
requirements, bocause these. ase constantly

Social Security

When a parent on Social Secunty dies or retires;
bis or hes severely disabled child will recene
“Suciyl Seciinty pasments until the age of 18. The
amount is determined by how much the pa
fentis) paid in. After age-18 the monthly pay-
ments continue if the chikd's condition pres ents

“wbstantial gainful work.”

Benefiis to Children of Veterans

These are programs aiding children of veterans
who are st least S{) percent disabled or who have
died a5 a result of mubitary service, Call yous
xm Veterans Adnunistration ofice for de.

<

Title 19 Federsl Deeming Waiver (Model
Wairer for. Dissbled Children) enables a dis-
abled chuld 0 recene ascigrance froin Medwaild
and Supplemental Securits Tucone even thouh
be ur she would not qualify under the regular
federa) segulations. ‘The first child to recene
such 4 waiver wus Katie Becket, a venulutor.
d\epmdeql child: who was . hospitalized since
birth ter parents. uppeching. St fo elected
state olliculs and later-to President Reagan,
were hinally: granted o waner of regulations s
that thess child would get the necessary linancial

assstance bor o caré fiom Medicdul ind Sup
plemental Secunity: ncome. Do chioch th see 1t
MU states overnnent fas passed beyaslation
pesmnang Tube 19 Federal Decinmg W ers
101t has not. enconrage yong clected sate repey.
settativ e todu s, fur evenif you don‘tneed such
assistance, some other Lamby nnght.

MEDICAL INSURANCE

1 300 canvot bnd:enough woverminent aswst.
anee o pas tor amedseat care, imddie imconme

Q . 62
y 3[\_/1.,.. P

farmlies in particular should nevt consider inedi.
cal insurance.

This s unother complicated matter for the lay
person, (or a vasiety of plans are available from
many different insurance companies Basically,

-medical insurance operates on the panciple of
“spread the risk. inearnng that f ey ery one pays
in 4 small snount to'a central fund. the few who
need o lurge amount of assistance can be aided.

Benefits vaty greatly Getwralh the snore you
P& in, the grcater the coverage Most plans

COVET WO BNAOF areas

s'ﬂn basic plan corers l!‘\g sinaller medical ex-
P such as duy testing, N ravs, lab
work, and medicaivm Hawer ér, there 1s ustally
an upper hnut per slliess or per vear.

.\lljov-u‘ogdiui';m €3 1m0st costs not covered
by-a basic ‘plan. -Magor-medical often requires
0i 1o pay & “deductible,” Uke the Rist 100 of
medical expenses per indwidusl per calendar
year, after which the snsurance company usually
pays 80 percent of the expenses. Sometimes
there isa"stop-loss clause™ ulter « Lisge amount,
det us say 82,0040 of expenses iceurred in u calen-
dar sear, the compans will pay 110 pefcent of all
subsequent claums 1 that year. Usually there is

4 hictime snaximimin of benchts to v pad to ane -

individial of about $250.00 If vour child is
about to each his or her betinie wmamum,

there snas be ather wavs to got tiancing osee
pares 239-2400,

Exclusions are thase teins that the plan will
not emver, such as presenine sietheme, snmusl
physreals. ontpatient caee, rebabilitaron, mater-
ity henchts. hearmg anb, glaswes, ant-some-
tnes preevstng condinons, which are imedical
condationg eusting | ore the pohes holily, took
ant the nirance So ¢ sire you read the sinadl
print ot evess f)l._m and <o aver it with the per-
won csnolhng vou i the msurance progran i
sour child bas & wcedical problem, be sure that
{{lf plun sncludes preevisnng éonditions for all
Jumly we ubers trom the day the policyastaken
out, fur athernsse the child will ot be coyered.
All sdditional chibibren shonld be covered hom
the inosnent o Ineth with no dday waiting pe-
nod A wewbor wtant needhng suegery of
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other expensive medical cage in the fest month
can run up 4 very high bill 1 Although the exclu-
sions prosvde general gusd:ines. you may try to
get the medical review bourd of the company to
consider special needs once you ute nsured.

Group Insurance

Group insurance isalmost always a better buy
than prevate snsurance because lower premiums
can be ulfered to 4 group of i sduals. such as
the esnployees of 4 Reen of a college or inembers
of a professional wsocration. )
Some emnpioy ers offer a choice of programs. If°

sou have a choce, the person ensolling em-

ployees fnr insurance should be knowledgeable
and able 10 advise you a3 to the comparatne
virtues of the plins. If your child has problems,
you are ulmost always better off taking the high:
est amount of coverage possible. The two ost
common vphions are ¢ basc plan with major.
medical und a health maintenance organization
HMO).

The basic plan snd maejer-medicsl have just
been discussed. If s ou has e a choice of insurance
companies. check the benefils to see which plan
will give the best coverage for the types of ex:
penses your child usually incuss.

A bealth mumtensnce organization s tade up
of a group of ductoss, usually 1n one clisuc, who
emphasize presentine care and esrly detection
und treatment of problems for the employ ees of
one company  You ase lntnted to the doctors at
the chaie utiless you have to be referred to an
outside speciahst

Since the emiphasis is on presentn e medicue,
coverare is uvailable for items often nut covered
by renutar uisurance plans such as well-baby
care. immunizations. penodic chechups. and
»ight and hicanng evanunations While some ex-
penws are cov ered 1K percent with i deduct-
ible. ou vlten have copayiment (s portion you
it pays on s arious things such as ollice visits,
prescriptions, elective procedutes tsuch as fam-
aly planing), ur treatinent of nental ur nenous
conthtions. ‘

Most 1IMOs réquest that you pav the copay-
ment befure recen g seevices. which sunphbies

BEST COPY AVAILABLE

your paperwork. Such-a4 plan 1nay cost 20-30
percent more than & regular policy, but f your
child has high medical expenses the addional
coverage will probably offset thus cost.

The main dissdvantage of a health mainte-
nance organization is that s ou are hmited to the
doctors in the program. If you have a chowe of

health maintenance aegasmzations. check which )

doctoss ure involved in whech program. (f vour .
child is alrcads being seen by a nonafhliated doc-
tor with whorn you have & good wortking rela:
tionship, sou sy hav e 10 conseder whether im-
proved coverage is worth changing doctoss.

Preexisting conditions are often” corered in
yroup imsurance If your child has a preexsting
condition 50 you cennot insure hun or hes pn-
vately, os only at sery high premiums, you might
consider changing employers.to-Gnd a group
plan that would give you the insurance coverage
you need.: This may sound evtreme, but of yous.
child has extensive needs you may nd that

where you live. whete you wock, and what houss -

you work will all be inlluenced by your chd(’_
If your insurance cosers preexisting condi:
tions, neser take 4 leave of sbsence or quit that
Job unuil you have another policy that will cover
your child. ,
1 your employer offers a vanety of programs,
preevisting conditions will usually_be cosered
-oniv of you take out the insurance ot the tme of
youe sutial enrollinent e +f you change policies
dunng the annusl "open enroliment penod,”
which is usually one month ol the year. If you
change plansut uns other e, the coinpam can
dewnand 4 phasical asid thus evclude persons wih
preecisting conditivns The onhvtumie you can
add 4 person with preexisting conditions to your
polict duting the rest ol the vear 151l that person
lusescor eruste from anvther company Forevam:
ple. if parents get disnrced and the emploser of
the parent with custods alfers a roup msurance
policy that covers preesinting conditions .4t the
time ol curoliment. that pafent can enroll the
child 4t any tune and get the benetits

Private Insurance

The cost of private usurance » lngh. il vou are
spectheally teving 1o unure o child with preesist:

' 6o
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ne cmd»iom. i 13 often astronomically high. 4
pwmmmmmumwtw you
nedinwmu-f make sure yous have all the rele-
vant information before taking out a  policy.

Find s reputobie, cuperienced agent who sells
medecal msurance :ad has access 10 a variety of
plans Agan, reconunendations from friends or
othey persons lmledgeablewche Reld are
helpful - If you are fnsced 1o furn to the yellow
petes. try: 1o fnd 4 fsm that ads ertises that it has
been actiie localls for many seirs Then call and
sk 10 spesk 10 the ower, the manages, or the
“head salesperson for tnedical i umu.\ce Do not
settle for less - Youwant an €xperienced agent so
when vou descnibe H0ut situation he or she will
be .Ne 10 ask )ou additonal questions to deter-
mine your needs It helps 1f you ask the agent
specilic qumwm about womtm the insurance
plan coters medical e-penm ‘you *Nink ynur
Mmhmcuv cﬂnpcecedm;mesénm
icad i mwum-e should sneyou .dcu aboul ques-
tions 10 Fiuse (L the agent seems unable 1o an.
mer your queshons readily with detmled

! tmkd.edlhe actual eowunoﬂhe plan, he
ot she may el vou an sappropriate policy. If in
doubt, call another agent to discuss SOUr situa.
ton 16y ouir cheld has wiusual needs and no.mem
cansatisfactortly answ e sour questions, calli ol

Jectithe nalwnal ilfices of a few insurance com-
_pemes and dm‘uu yous problem with peaple
ufu versedin medical i inwrance. Make sure you

-récese any policy explanstions in writing.

“Mash oeder firms with whom sou has e 1o per.
wnal contact have lumlmom precisely becaine
wasdifcult bnr vou to know what suuneed with-
L] tal&ml tan tiosied agent A, your locat

Seent b vour advocate w case there 1s 4 claun
problem The eseeption here inas be plans with
hinnted covvage. swch s those oferning. v, o

o] amonnt e even week vau are hospital-

szed M voubnow that sour cheiz will be hospral.-

ared {or wioral weeks evers year, you et
want 10 take ot such a polics in addition to your
reeularone for exirs protection

Conseder the comt. W vonr medical expeimes
are enin 10 be vers hugh, of the cont of prvate
MIBURAII © 1y als0 ko to be very bugh, ang
sout income v onby pusderate. son huas ¢ theee

ERIC
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choices. Consider carefully the Runancial virtues
of each.

1 B the sasurance.

2 Change 10bs 10 yo1 Cun et & pulics that will ciner
the preexsning condetions of yiwr idependents,

3. Dont by nvurance snd sunply teh on Rorern:
et prograns. such as Medicaid and s ous \tate's
-Cluldren’s Sersices, sugmented by the help vou
can get (1om pessate agendies

Getting the Most out
4 of Your Insurance Policy

Sinply being insured is not enough. You have to
learn how to usé the policy: Since yiu may have
many and frequeit «hum somnetines for ex-
traordinary items. co r the following.

Withk '3 payment of the medical bill until
you receive insurance paytnent if you are on 4
u;h! budget. If you explain your hnsncial atua:
tion to sour doctoc. he or she may let you with-
hold Ml or part of your payinent unul you are
reumbursed by lhe insurance company. The
month{, ‘statements from the physicun’s office
will remind yau to lile sour cl.mm regularly and
will draw sour atiention to any slow processing
of s our clams. Legaliv, you has e 1o mabe only 3
small pay nient every month s httle s S to
keep the hill collector at bav

Wark directlv with_one purticular clmme cx.
aminer. If s ou hav e mmanv Slains, vaie vhould deal
with a person who hnows vour ehald’s problems
and who has the suthonts 10 help sou. if vour
clanns are nor processed locally. yint can try to
fisk the appropeate person by inal, but it 18
wntally taster and casier to call the supers isar of
chinin 1nr sour area and discins vonr siaation,
-Place a collect call 0 the msurance campan,
stating that sou aee o costoner, Your call will
either lm acceptedd or san will bie ashed for s our
number for 4 return c.all onthews hine 1 thas Ly,
dial darect. since that is cheapest )

When vou reach o hnow leideeable 1Wrson, vy
plan seme pmhlvm aindd ok of a0 the titare son
mas send sonic clams direcths 20 b or her, I
20, the evidniner will wet 1o buow the special
poblens at vong chaki and be able to wite w-
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structions oo sour chuld’s chart and cater the
rolevant- infurwngtion into the computer. thus
reatly Facehtating the processing of y vow claims.
I the company is stow in paying o rejects 4
claitn, sou can then call this individual wml wk
for help. Be sure to keep notes on telephone
consersations about your child’s cluiins, includ:
ing the date; agents, and decisions reached

Submit cluim forms methodically. It saves
tie and effort f you ask sl vendors of wedical
services 10 subinit bills directly to the insurance
company for sou. Howeser, many will ask you to
pay and then subinit your claim form to the in-
surance compatiy for reimbursement. tlase a
soparate “Clams Submitted” folder for-cach
incniber of the famly.

Fill out claim forms carefully. It is better to
spend s fow 2zt ininutes to do so than to lune
the wisurance_conpany withhold puyment be.
cawse 1t needs sdditional information.

o \lake sure you Kl or every blank s the lorm

o Make sure the form 15 subimitted i the claunant’s
full name, Foi exsnple. of your child’s name i
Bohucka Elizabeth. she iay be known i your comn-
muniy as Betsy, but the insurance company s cul:
puter will pmlubh recogmze claums- by for
thelucde Eheabeih S,

o Dot abliis tate unything You inay , fise evainphe
e tenpled to write MS tos awsculer dysirnply ur
1 tor covebral pabes. I the saimee clamms esaniiee
chowes dust b av s PE0cess song chains. the furin sy
e petantns? by son dog further nfortuation

Mubke it copy of every claim form and bill you
subant. I sour fanms are numbered and y o0 are
usny carbon paper i an extra form for your
awn copn . be sure to write in the nwnber of the
arnanal clanm oncour copy, However, wne
COMPAUtTs NOW st & sew tiembier (o 3 claim
foran s hien it i procesed, rendering that orig-
ol mm\lm wstless to you and the. Your copy
[ unpo. ftant protection ugamnst loss of the ongs-
nal i the mabor by the insurance coinpany;yon
will need it for vour own reference when you
recen e i pasiieats,

Mark the upper coner of yaur copy with Slce
initial af.the civen fumily member, mmbering

that person’s clans comecutinely Your daugh.
ter Relind Elizabeth's elesenth claisn for the
year would be auinbered B-11, T this way sou
can casily keep trackof any bills that are being
held np. When your folders R, these numbers
are casicr 10 refer 10 than the dates of the bills’
subsission. If, fur evanple, y ou note that 8-3 has
not licen pard but ol otbers lhtougl\ B:10 have
been;call your insurance supervisor collect and
inpre about 1-3. Someiines claims get tosd, in
which cuse you will hat € to resubunst. Suce you
hare u copy of the clasn-and the alls, this wall
not be dilicult. Remembier, you tust always re-
1ain a copy S0 Vou can refer to or vewbﬂul lhc-
infortnation if necussury.

Keep a list of prescription numbers with
names of the drugs in your fokler. Often yous
receipts will list only the number of the prescrip:
tion; however, the imurance coinpany wunts the
drug’s awme. Il you buy 3t only one phaninacy
andhavea chume account there, yoir complﬂe
monthiv stuteinent “ould aclwde all prescrip-
tions Rlled. If the siatement lists only the pre-
scriplion nwumber. phone the pharinscist and
add any new drugs with their nuinbeés to your
weaster bist, This record will greatly assist your
record keeping

Daon's cluin too many dilfcrent hinds of items
an one form. I one it 1 rejccted, ususlly the
procesnig of the whole forie is delayed. Even
thouh the lonn s divided imto two parts. such
a health care sersices and proscnptions, Al in
only one part. Although sou will end up with
more pces of paper this way, by linuting how
inuch you subint’ on cach form vou will ol
watels sunphis and evpedite thie procenwing of
sonr el

Recording Claims Payments-

Subuntting s clamnasonls part ot the Lok, Keep:
wig track of the painents i equally ampostant.

Start » °C luims Paid” folder for each family
mewber. When sou fecen o a payment, you will
also receive miomation on o the claim was
hamdled, otten called the “Report to the Sub-
senber.”
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Be sure the clasim sumber corresponds 10 the
Wu)whmchfci.uudm‘m.the
computer inay be azsig Hs

”." .‘“.{“l:::“. own numbers, so

& the teport form wuh your code. suv,
[ 1] Mu.ﬂglhwmkcmlo_\mmm‘ol

& the orgnal claun

lc:tkug on the repost form exacth what sou
J’}““bﬂ Forerample, of y ou sent the insur.
e chech durectly 10 the phy wcisn, laboratory,
of uther s endor. ot tes, including the amount
of the check. the sendar, snd the date on which
YOu seiit i Uf sann invurance co ers, sav, M) peg
oot of the cost and o soluntary health ageney:
- Nis agreed 10 pav the outstanding 20 pescent,
send (he sgencs a copy of the “Report 10 the
Subtcnhq" with 4 letter_reitersung the pas.
ment agreement previocdy reached und thank.
ing them w advance for their assistance. This
hlim&ﬂmdmndekm
MM - agency.
the onginal claim, bull, and “Repont 1o
Subicriber.” “all “stapled logether. in your

€)' “Claims Pud™ foider.

U)w‘.ogruhdlhudoammmmdm
the total of any: sungle submicted claim, the insus-
nce compans: mav hase lumped sems of duffer.
ant clowns logether. So 45y 10 udd some stems

- feom anothes unpsd clam 10 the one indicated
» lbepa)nm‘ aumber You may need o wid
“9p serersl dlfesesit nems 10 unravel the mys.
0613 Al vine rtems woll be pasd e percen,
cwhile athets will be covered vni M percent, v
s0usnas have 10 15 10 hgure oui w hich Hems are
fulls covered and wiwch oal parally wund

-mahe even which were refused 1 viny are il

ballked snd con't shve the mystery, call vour
clouns examines

- Questionable and. Rejected Claims

* daarn what toado with sspected clans The po-

ple 1» neser 10 1ahe o 4or an answer ol vou
tunk souse clann o valil, Even of sour ¢hld
needs some anusaal inems. vou should iy 1o wey
the wsurance conpamn to pav for thein If vou
bnow when sia onginslis submi: the cla that
a0 sem anas not be covered. sttach 4 letier trom
sour phesscaiin incicating win the e 4y « il

6C
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for your child’s medical care I you neglect

:enq this cover letter and pasnent for I:‘\e im'::
i rejected. ak sour doctor (o wete 3 suppori
letter und send 1t to the wWperLivr, roequesting
thet your cla&g_u be foewusched with this better 1o
the conpum’s medical teview -boasd, which
considers unusual claims Sivce 1t is ulwdys dil§.
cult.10 get prople to change thesr s once
they have sauld an, it 13 eyt 1o suipgdy all coms e

ing infocmution wiwn am evitaardmary clifm i

Sest submated

Laottgrs amuast Ine s torcetnd 4s posibile Siee
du}'um are busy people. thes do st alwars
write tuny, inforniative lotte=;, ‘Therclore you
muy be able 10 work aug 4n arrangennnl \;'uh
your doctor wherehy' s on pron icle u list of sabent-
*POINES. O YOU 1itav v on deatt u lettér that vour
ductor can then et and haye et el on his or
her lct!evhe:od This 15 0ot beag devious. Rather
You are savink your doctor tisne and ensuring
thit the cequent has the best posuble: chance of-
be:n; honored the hrst time you imake o,

A questionable sem is sommething not .
monly used for medical pmpom.“wch Ta
whitlgool bath. or somethung - not purchased
from » seaular medical vendar, such s clean.
ing wlu\&ypfoc awhical cquipinent 1€ sou can
prne th n need the iem tor i sl e
POSEL.M 4 you can wet it cheaper from 4
NotIReCat saurce, the -gnurainee P
0ay pas for o,

VOLUNTARY HEMTH AGENCIES
Mter sou have divcosered wineh PRI i
be defrased by won epnment avencios and incdy-
cabimsirance, s you sull have wise e g
Rnses L vou can pas-sougself, conmder ol
antars heahh agencies T age ostablisdiod to
belp indisiduals with el need: Hies i
,mutl} newhiat thes can aivd what they are will.
e to provide Since their holgy can be s abue
able, we should indecd be eratelul (o then, it
b case sonhas e the mpresion that they sungsh
e anayv anones, son shoukl be aware of how
thes function, '

Mibangh peaple working tor s obuntas health
Aeencws ialle genunely devige 1o loelps, than
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may not understand your economic straits. Abo,
snce thew agencics work very hard 10 euise
theie money, they are usually sery ceutious
about how it is spent. Pegsons in charge of fuind
allocation wre held accountable for haw they
spend that money. They have budgets and bauk-
keeping procedures 10 follow that do not sllow
for maximum . flenlnlity. Also, sometimes an
agency will want 10 show the public thet it is
inddeed helping needy individuals, 50 it will strbss
publicservice projects, such as supplying 4 taxi
van for the disibled: because this generates
much nore publicity snd comununity suppor
thin providing orthopedic shoes. This is nut 10
suy that one ilem is more impestant than an:
other but 1o indicate that it is sometimes dificult
10 det help for dicect seevices taasistance given
directly 10 specibic persons lor their individual
‘medical needs). k
Sone sgencies ae a jov (o work with; athers
can be exttemely dificukt. Ilowéver, 3n ugency
is established 10 sid needy individusls, und you
can provide it with the 0ppOTILAMY 10 ussist.

Discovering which agencies con help you is
0ot slways easy. Begin by contacting all ugencies
that minht be even remotely interenied in your
chadd’s jiroblem. Al ugencies provide » variety of
inforination . sesvices, including advice shout
othes groupd 1hat inay be able 10 help you. \While
some afencies provide direct Rnancial asust:
dnce, it is usually only for cestain items oc ser
vices. Therefore you inay come 10 tely an i nuin:
ber of oeganizations for dilfecemt services wl

- fuahing.

Comtucting the agency is the frst stop tow ard
receiving anistance, Soumetiines 4 dactor oe vo-
cial wosker will refcr sou to an agency. Ordias.
ths s0u have 10 inabe contact yoursell, Usually it
is best t teleghone the agency Brst to wee of it
canmdeed help waith your chdd’s needs. AL some
pont. persondl contact must be established.
Soimetinnes its social worker will inabe u hoine
sisit, in which c=se it 18 much easier fur you to
show hin o¢ her your hiving sstustion, yous chikd,
and sour clukl’s medical needs. If no one: from
AIIKCNEY Wanits tncome (o vou, tey 1o take sour
chukd 1o the agency at beast once so the personsiel

will know you hoth and have a belter under.
Sanding of whs you are making your request.

Finoncia) need is uaually the crieton for as-
sstance’ While 8 few sgencies wil pay for any
“stamdlisd” iters for: someone with the desig:
nated disalulity o snen, regardiess of your
Boancial need Jfur exsniple. the Museulsr Dyvs
trophy Association of Amertics will buy wheel:
chairy, most agencies will want 10 assess your
Rnancial situation. If vou think you have a legitic
maie need. 1 15 your respunmbelity 10 prove i,
Often you will have 10 6l ot a stundard form
that iy not cleasly depict your Enancial situs-
tion. So feel free to add sny information you
think is relesant,

The actusl sequert is your opporiinity i, con.
svince an agency that your need is reatonuble.
Since agencies must sespund 10 wrillen coere:
spondence, ¢ven i you discuss the matler by
phone, make every requent in witing (yped if
possible), cleatly and concisely stating your
child’s medical need and becking up your re-
Quest with a wrilien prescriplion o a lettes from
your skuctor. Auain, since not every doctor has
the tune OF snterest 10 Wine us complete 2 letter
#s vou might dewre, yau will be diing both y auss
seli amd the doctor o favor by writing down al
thee relesant detals snd cons eyiiig them 10 your
docton in person oe by mail, o0 at beast dictating
the slorniation (o his o hos secretary mer the
phone. As incntioned befuge, your doctor inay
aot i W son deaft o lettes for oditung.- Re-
menther. 4 gcod lettes aay consince the agency:
to help son.

Caurual requests will anise of sour child has
extraordinaty needs. Evanples of such requests,
which must be convancngly made of pasanent is
to fullow, 1l o three inam categonies:

Vo liems coutined wr froqumtly repeted 1y ininge
anr qompmanics. such 29 bestuig sids o anthope:
e shaes, ate teadidy pasd Gor of you esn Sod on
ety sibidreemi sl 10 persvns wih that per-
scular dosatuin and neeit lloweves, there are
other et e av s whirlpoud hath, which see
sevuertest utniesuentis and lor which the medical

2
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nevd could be conndered questionable In shus
€ate. o you Can convince the nswrance company

o pav AU pescent see poge 2361, o local agency
et agier 10 pay the remaning 20 percent.

2 Joems no e exer pord firr before can be subma <

Wed Ui vous chid needs umque. iems, per
-u‘rﬂo.::: (oi bouly a m&e&:tl’;«'::'
sou ma 12 Comy agency
o e able wee a locad 10 pav
3 Cums of meinienance end repais of equipment
mas he cosered by whoeres paud for t ociginally
S04 the insurance Campant pasd 80 percent of the
Putchase_pnce of & prece of e, upmens and an
-ogencs. pad 20 PETCERL. Y0u Ca 11}-10 get the
“me spht for manmienance and répair. You can
prohabh sonv e the inwieance company and the
tecal sgencs that ihe maniensnce snd repair of
Qquipment sour child uses regularly are ongowng
coots and 4 18 cheaper 10 help with shis than 10
Teplace the equipment :

WBQ fequests-are dishked by most
agencies because they cansiot carefully anal ze
whether the request 15 yustified. In addition, an

% sogency may feel pressured 16 provide knancial
he-umce (o¢ a8 item a famaly has already pur-
M and doewn't feel it can pav for nself, An
sjasency greatds prefers that you have prior meds-
-€al authonzanion for “all. espenditures and that
}h,yn_gnm proceed ioften 4t a snail’'s paces
“theough’> the sppropriate channels Unfortu.
--mately. 100 are ot alw ais able in percers e needs
madvance For erample, in an emergency, \ou
u«d qldmoml rquipment immediately. not
theee weeks bater afier the appropriate comnit-
tee has met and the hoard has ginen = proval
© Sumetimes equipinent can be rented, with the
. Bast snonith’s rent deducted froin the purchase
prce Thisgnes san W) dassto ind the inonev
f‘\:,]n?ﬂbﬂ Cawes simiinas have tu buv the wiesiy and
“then stast she Labonony profess of hoding some-
T 10 a8 tor

Ny

G

. Special funds inas be established by A8 AReRCY
of You-are constantly comiing up with unusual
’ggwl,siﬁlcn of & retroacti nature With
'ulfm‘sin}pou frum vour phassan. sou siiay be
able 1 work-out an areement with 4n .u;«;nc\
.0 set up 4 specual dund allowing & cortdn
AMOUNL 08 inunies per sear dor sour rhild s care
This was voiw 0ol nor btve o semd in o i

v, T
L % .

C!.fn's support letter for every request Such a
fund could cover any amount.not covered by
your insurance (while st is, of course, snderstond
that only 4 certain wm is asailshler Piyment
will probubly be made’  ‘the chanits directh to
Jb'c vendos upan-seceipt of the Wl funn vou,
without your needing 10 estahlich the lexstinicy
of each item. This arrangement-sas e Lisne ansd
eflort for your doctor, the agencs, and sou.

Refusals are not uncommots. l)\‘-\pn‘v Wl souwr
carefully planned forts. yuu s hind ihat get-
URK an Jgency.to part with its inaney is very,
very dificult.

1 y0u gek anuns ed about the refisals sou gre-
sure 1o encounter. it is hard on vou and vour
!anuly and this won't help establish a wood wark-
ing relationshup with the agencies whase assist-
ance you really need Keep siniling, and resnain
delenp(ned and persuauie Polite snustence
can work wonders. )

) Kecping’rgmﬁ is vital when vou are success-
ful 0 getling assistance fruin agencics. Bewin by
starting a folder los cach agencs and beepng sn

it 4 catbon o phutocopy' of any correspondeie
or bills subnutted 1o that agéncs, uang 4 nuin.
bering svstem 2 with wisurance, where B-1-CP
would indicate the krst clum tu the Uiiterd ¢
tebral Palsy Assnciation for--sour cl;nuilnlcr

Helinda Elizabeth fur that v ear. Ao aidd 1o sour
(?ldw any aotes of telephonie Lonsersations
Keep carelul track of bills subttied bills
pad-especially of the agencs pavs 4 vendor g
recthv dor sersices for which vou huse been
hilled Cnputersoften et vers contiedd when

an aeney, rather than thé sadinidugl. sends

inoney and doesnn t clearh indicate whoswe e

count should be credted

Give thnbs or s _help iveensd Irom
agencs s a wood ided 1o srste thanh-sog bed
ters tkeeping copres it the sencs s taliders, v e
correspondence is ofteh read st huard aiectings.
A carstully dralted lester will help boasd soein-
bers better understzad the neetls of da sduals
such as vour child Even i vinslias ¢ il estreme
difhculty -getun help dramn 4 particolar
agencs. sou should sull be polite 1o e the
steonnzest elfect. Factual storsmatson saels a e
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date of the request and the final date of assist-
ance received will sdicate an excessively stow
pace without your poutin:g this out gPeulichl)-.

Official complaints are sometims s necessary
1f you think that an sgenc) is running a particu.
tarly abysinal show and that the heeds of other
‘children are not being inet ether, complain If
ouly your requests are being tusned down, try to
frure sut why,

" Comnplaints can be lodged with whoever is
nest up the line in the agency from the person
with whom you are expetiencing dificulty. if a
conunitice Teviewing your request Mo es very
slowiy, coutact the director. i the director is
incompetent, contact the chairmian of the board.
[lowever, since incompétence is a serious accu-
sation, be sure that it is not just a pessonahty
. cunflict but that the director’s bwsquey’.d rude
sinanner, tardinéss in retusning phone calls. etc,
inake it difficuls for many members of the com-
munity to work with this indwidual and that the
agency’s image is being mmsbed}Sime you are
teying to hel. people understand and empathize
with the needy: have factual information to sup-
port any complaint, nd proceed with tact. If
you think insulcient inonies are being spent on
direet sefsices, substantiate your clums with a
resiew of the sctual expenditures of other noi-
pirobt drganizations, which tnust be open to the
public. .
¥ou ¢an follow up a series of telephone cum-
plaunts with a carcfully drafted lester if you re.
ally feel the agency is not sesving the needs of
the community. If you procead tactiully. sour

action should not adversely sffect your future:

requests for assistance. Any responsible hoard
will wani to know of any serious, unwarranted
ddficultues a clirut encounters.

Recoming » board inember has pros aud cons.
Throuth board or cosnmttee snembership sou
can evpress grantude, help others, and learn
how such orgamzations function. But active par-
ticipation takes lime and energy—sometinies
nenvous energy sl e agency is poorly run. You
will have to decide if you can lvar enough and
he vifectis » cnough to siake being a board mem-
ber sworthw hile atthe tisse, particulaghs if canng
for sour chuld iy very demauliug.

Interagency meetings can be artanged if your
child has high medical expenses and recenes
‘suppust from diNi agencies. Your socul
workes may coordinate work among agencies,
but vou know your child’'s needs best and are
therefore often his or her best advocate. if you
thiuk a ineeting including you. your physicisn,
and representatives of the agencies that are or
that"Vou would Uke to haves ii.solved in your
child’s care inay be helplul, discuss it with your
doctor. If he or she thinks it is appropniate. ket
your doctor choose the mieeting date and then
- arsange the meeting yourself, unless you huve 2
coinpetent sccial worker to do it for you. You
might try to have such meetings styour h sse so
the peopie can meet your child and see how he
o1 she lives and what he or she needs. Since the
muin purpose of such 3 meeting is 1o establish
one’s Snancial need, and a parent can often do
this best, always prepare a comprehensive Snan-
cisl statesnent (with copies for everyone) 50 each
participant can see how much Gnancial augl
ance you sieed and who is contributing ir. which:
aréas. A sample statement 18 showss in Ggure
17-5

Creative Financing Through Friendly
) yet Forceful Persuasion

Somnetimes. in spite of sour best eiorts, you insy
sce vour child’s ineslical bills mounting, with no
wav 1o pas then AL that punt, you may need
help froen somcone ut sour community of at the
state level who has learned how to develop and
present a comprohensive plan of an individual's
-financial needs s msurance and’or govermnens
tal agencies in suich 4 way that the package is
irresisuble. Fur cunple. sav a2 vennlatos-
dependent chilid who s huspitalized for $40.000
a month could be cared for at home lur about
12,0000 & swonth And of it placed these funds
Ao an interest-earmng account. within three
years the integest would pay for any continung
home care for the chilid. Who could resist that?
And if there 1s 00 way 10 shuw wrresstible sav-
ings. then one can sull appeal to the finer hu-
snanitarsan Qualities in people If, tor example,
youe chilil hus alinost reached his or her hfetune
insurance binut, the directors of she imsurnice

|
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company certainly wouldn't want you cluld to
g0 without the health care he or-she neeus,
would they? if casefully presented proposals fall
on deaf ears, it is alway s possible 10 appeal to the
public by getting the media to present y our case
to the people after you have told officials in-
vohed in providiag Snancing for your child's
care that unless some progress can be made by
nceﬂundﬂeymdolhuklhemdmdudsm
yous community should be made anare of the
problem. After all; the media are ulways loohn(
for human intérest stosies and are happy to help
indaviduals get themvitesthu they truly need.

Somne creative doctors and directors of state
chuldren’s senvices have always managed to get
theie children the services they need: you can
too.

PLANNING FOR THE FUTURE

Life Insurance

Unless you have a lusge extended family or
group of friends who can nancially help you in
case of need onsides Lfe insutance, il the
premiums are not too high.

You may want to buy lfe insurance for both
parents, for if vour chuld requires a grcat deald of
nursing cate wnd one pacent dies, the other pat-
ent will cither have 10 stay home or hire some-
one 1o do so white he Or she goes owt (o waek.

There are both private und group hie insus-
ance plans. Group plans are chesper and less
bikely to hav e preesisting-conditions clauses that
eeclude unyoue with 4 known wedical problem
of & seriows natute. Sometumes there are
modibed precasting conditions clauses indicat:
ing that the palicy will pav alter a person has
brren engolled lor 4 certain length of time, such
as two years Preoxoting-conditions clanses ure
weant to prevent tesminalhy ol pessons from
tabing out large policies night before thew
deaths.

Carelully consider if you wunt to insure the
father, mothed, or both and whetner sou can
e dependents. Since many fatmls plans do
not have preevistng conditions clanses tos chil-
deen, such usueance could be valuable. H vour

chikd has « progressive illness and you buy bie
insurance for hitn or her. you inay pay peemniums
for years. But if your child dovs die. any life-
insurance pavments could help offvet medical
crpenses you incursed.

Wills and Trusts

Faeey parent should have o wile  his is espe-
cially trde fos paseits of a1 ill or dusabled child.
Two itnportant factods in your will will be who
mllbe\omcluld'tenuk.ul wuardizn and what
will happen to s6ur estate.

Any will should be drafted by a competent

.atlorney who hasexpesiencein lluupeaﬁc type

of estate planning.

AW xuardian is necessary for any minor. If
your son or daughter is now unsble to care foc
hivaself or herselt and wall probubly conlmue to

be unable to cure di o0 us an sdult, it is vital 10,

make provision fer your child's cate should both
purents di. To ensure that your child semainis in
afanuly and is not iastitutionalized, see if aclose
friend will agree lobedeugn.ncd.u Sexal guard-

iun of yout children and estate. (Usually both of
these responubilitics are deleptated to one party
unless you have s very l.u;e extate. §f you don't

ask vour friends f the & would be vallng to be.
- leg.nl Ruasdians. soug chnld coukd becouw Jward

of the wate alter your dath,

Hour child i b hving at hoe, Sou nught wamt
0 make an agrcement with aither lanihy, re-
cordded an the wilh of buths, that o the parents in
o Camiily dies the othes Fanity will become the
legal gouardian of anv sunviving children and
take them into ats hore. 1 vour chald i not by e
g at Lo, he or b sl stidl need o legal
guardan untid he of she conn o} age.

The inhentunce of our awets 1s the other fac-
tor ta consnler. 10 soa do not Dave o will, any
famidv avets will be divided cqually aimong the
wievning chidien. Eloseser. of sous disablod
child, either nteationally theanh your will or
unintentionally throuh yonr fulure 1o make a
will, itherits assets Bav it a valie i eveess of an

Aot speciticd by this oveonnent qpresently:

SESN s or st will v hnees e chiibile for
Supplemental Seeunts fncome Fhncanivesen

\I
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22 MEETING THE NEEDS OF THE WHOLE FAMILY

impottant i yous_chuld is very id or severely
disabled. in the absence of SSI quabiication; it is
often extremely duicult 10 qualfy for aay of the
-othes-staie and federat benefit programs. The
-money: prosided m your bequest or gift to your
dusabled chuld may be totally insullicient 10 meet
bis o¢ hes needs. but those funds will have tobe
eshausted to_ihe. dollar Kont;before elgibiity
can be ceobtuned. This means that i you leare
joui child asseti. either -through 2~ pooch
“planned will oé_through la**--of planning, your
child inav be denied seryices o .<hich he o she
would otherwise be eligible if only the disabihity
wete contidered Therefore carefully draft your
will 30.s0me postion of your estate €an supple
ment the government benesis without disquahi-
fyng your child for those benehts The key to
Saancial eligibility for gorérnment berehts 15
the. “avauability . of the funds 16 sous child If
the assets are put in a properly worded trust for
sous chuld, he orshe is noi considered 1o uin
them; rather, the assets an the trust are used to
supplement otlier assets owned by the benebcr-
ary of in which the beneficiady mav hase some
interest. In other words, it should be clear that
the trust is not intended 1o peos sde Primary sup:
poit for the il o dusabled persori The trustee

- ithe person who minages the 31 shoukl hav o
complete discretion to determine when und of

the benebiciary needs any supplemental sersices
of progeams: Pasiments that sre made froms the
tnist go dizccth to the pessony who supply gouds
oF services to the’ benchciary. A “spendthrife
progeam should be included in the teust. sidacat-
ing thas the benekiciary his 0o ounesship inter-
est whatsoever in the wsets placed i the trust.
Veith canabso name soamenne o recers e the funds
when yous dnabled child no longes noeds thens,
A provision can even be included that would
require 4 distabution of the fenaImng assets in
the trnt o mmdisabled Gamh swsnber i the
eveit that the state brously hitigation ugainit
the trust a6 refused 1o prowide benehts to the
disabled berie iy hecause of the evstence of
the tnst. You mghi contaet yemir focal wgsocia-
uon for imentally retarded persons to get the
nunes of ceputable bawy ers who are well sessed
in the pestinent state and federal laws and who
have experience in setting up such trusts and
wills
Even of your chald is not so disabled as to re-

quite, careful estate planning to ensute any
needed gos etninent senices, seinember that f
y0u do 1ot set up s trust vour chikd will seceive
his o her totdl inheritance Wpon coming of uge
A rntanay beuppropaiate.if vou wans to Ane
wundance tog the allocation and use of fisinds alter
sous child comes of age

¢k sa winme -
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CHECKLIST OF INFORMATION HELPFGL WHEN APPLYING
'FOR 'SSI BENEFITS

1. Birth certificate of child

2. Bank Statements-of parents (and statement -6f,'chi‘ld. if he/she.
has a bank. account)--Bring the most recent two’ ~

3. Statement of savings account of parents (and child, i'f applicable)e. -
Bring most recent one . ; :

4. Description, including value, of any stocks or bonds

5. Description, ‘including face value, of insurance policies

6. Record of any wagés -earned by -either parent (the latest pay stub)

. Evidence of ownership fora home or other building or dwelling

6

7

8. Evidence of ownership of a motor vehicle
9

). Any medical reports, school testing reports (with IQ. scores)
or any other reports from doctors, psychoicgists, hospitals, etc.

NOTE: A statement from a physician which says *This person is

disabled" is NOT enough,

73
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Medical Information
Needed for SSI Interview

Any specfal testing done to assess your condition, whe}:e don'e
and when done. .

A. "Special: testing® .can:include: .EKG {(electrocardiogram),
Chest x-ray, x-rays of any other body part, breathing
tests, blood tests, EEG (brain wave), intelligence or
-personality tests or others).

Thé- name, .address .and: phone ‘number of the doctor(s) who has

y

treated you since your i11ness began and those who hzve your

. most recent medical records.

The name and address of any hospital or clinic where you have
been treated and when you were. treated there,

The place(s) where you've worked, the approximate dates you
wgrked at the place and a general description of the work you
did. .

MOTE: This ‘applie& orﬁly.to'people old enough to ‘iave been
eligible to work. ' :

A 1ist of other agencies which may be hel ping you (County or
State Welfare, Vocational Rehabili tation, etc.)

A description. of the way the impairment ur i1lness Timits

activity (does it confine the person to a wheelchair, bed,
limit activities in any way).

7
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Checklist of Information Hel ful When Applying for Aid to Dependant
- Children (ADC) or Aid to the Aged, Blind & Disabled (AABD)

1. Birth certificates for all fanily members. 1f you are pregnant;

you will need a doctor's statcment verifying the pregnancy and
1nd:lmting an gpproximate due date.

2. Identification, other than birth certificates, for all family
wenbers (i.e. drivers license, clfnic cards, immunization records, .
report caras, library cards, etc.)

3.- Social Security cards for all fanily members (If you do not have
these,. they will help you.apply for them when you have your initisl
interview.) :

4. A1 pay stubs for the las: ““ree months.

5. V'cj::lﬁcati ) of any other rescurces: Social Security, Veteran's

Benefits, Workman's Compensation, Unemployment Compensation, Rafl-

road Retirement, Indion Leage Land, Alimony, Child Support, Savings

Bonde, Stocks, Property Tax Statements, Motor Vehicle Registration

etc. (Either the letter, or dod:uneng, or a copy: of rthe check received.)
6. Most recent. checking and/or savings account statements.

7. Briag in ‘a1l healih and life insuronce policies (dcsériptio;n and face
value) for all family members. . :

8. .Rent or mortage payaent verification.

2. Current utility bills or rece:lptz‘x.'

iO. Marriage and/or divorce verification. (License or.decreec.)

11. Information or_all abseunt or Vdecensed baren'ts 6f children (i.e. Social

Security nunbersg, ‘address, employer etc.) For ADC you must pProve the
father is not ‘in the home, by statement from landlord, neighbors,etc.

AlY information given will be held in strict confidence.

ot e s ar
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MEDICALLY HANDICAPPED CHILDREi*I'S PROGRAM (MHCP)
NEBRASKA DEPARTMENT OF SOCIAL SERVICES
Title V Program

INFORMATION SHEET

Diagnostic and treatment services within the scope of medical coverage are
provided when they are prior guthorized by Medically Handicapped Children's
Program (MHCP). Services must be provided by a .current Medically Handi-
capped Children's Program contract vendor. Hospitalization is provided

at hospitals where the Medically Handicapped Children's Program primary
physician directly supervises the treatment. Sdme secondary care may be
provided at cther hospitals when it is part of the treatment plan recam-
mended by the primary physician and approved by the Medically Handicappegd
Children's Program.

Custodial .and acute care are not covered.

Clinics are operated by the Medically Handicapped Children's Program and
appointments are made through the offices in Lincoln, Omaha, Grand Islangd,
and Scottsbluff. . :

The preferred ‘method of referring a child is through a physician, since
this method usually provides more accurate and detailed medical informa-
tin. Referrals may also be made by the parents, the local Social Service
Office, or other persons or social agencies. Physicians may obtain
Referral Forms (CC-110) from their Social Service Office or may refer by
a letter including their findings, diagnosis, and reccmmendations.

Determination for individual care is based on a child's diagnosis, medical
treatment plan, and the family's ability to pay for the cost of the medical
care. Program coverage is as follows: .

1. Orthopedic Program: General Orthopedic Care

Coverage is provided for general orthopedic problems, congenital or
acquired, excluding recent., nen-camplicated fractwes.

Services for hemophilia (caused by deficiency of antihemophilic
globulin: Factor VIII) are provided by a hematologist.

Services may include diagnostic evaluations, consultations, active
treatment, x-rays, pathology, hospitalizations, braces and appliances
and their maintenance, crutches, walcers, shoes with corrections,

and limited physical therapy.

Wheelchairs, stand-up tables, and sick room equipment are not pro-
vided.
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Care is provided thraugh contracted Orthopedists' offices located in
Scot:sbluff, North Platte, Kearney, Grand Island, Hastings, Lincoln,
Norfolk, and Yankton, South Dakota, and orthépedic clinics held in

* Lincoln, Omaha; and Ainsworth.

§gegig;;;g§ O:;bopedic Programs

ice

A

Scoliosis Clinics: Lincoln and Omaha

Rheumatoid Arthritis Clinie: Lincoln
Cerebra) Palsy Program

All services provided are supervised by a multi-disciplinary consulta-
tion team.

Services may include general orthopedic care, and neurological care,
including hospitalization, psychological evaluations, general anes-
‘thetic dental services for severely involved children, limited
physical therapy, and occupational therapy.

B ogram

Diagnostic and follow-up services z : provided only through Clinics

at the University of Nebraska Medical Center, Omaha, and outstate
consultation Clinics held in Scottsbluff, North Platte, Cozad,

Grand Island, Lincoln, and Norfolk. Surgery is provided only at the
University of Nebraska Medical Center. Limited hospital and outpatient
care is provided by private pediatric cardiologists in Omaha and
Scottsbluff.

Services may include prophylactic-drugs, x-rays, and pathology.

On occasion, certain complicated cardiac surgery is provided at a
partially Federally funded regional center, at the Mayo Clinic in
Rochester, Minnesota. This must be recommended by a contracted
pediatric cardiologist and approved by the Medical Director. The
application is made by. the Medically Handicapped Children's Program.

Diagnostic and treatment services are provided 2t the University of

Nebraska Medical Center and at “wo Clinics held in North Platte each
Year. A consultation clinic team supervises care provided.

Services may include drugs, nebulizer machines and pathology.

Mid-Line Neurological Program

Diagnostic and treatment services are provided for congenital or
acquired mid-line neurological conditions, prircipally hydrocephalus,
myelomeningocele, and tumors. A multi-disciplinary consultation
Clinic team supervises all cnre provided.

r/?
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-Neoplastic growths may or may not be malignant, but must be crippling

Services mdy include diagnostic evaluations, consultations; active §
treatment (pediatric, neurologic, urological, and orthopedic), x-rays,
pathology., hospitalizations, braces and apiliances and their mainten-
ance, limited physical therapy, and limited drugs.

Oral Plastic Program ®

A Medically Handicapped Children's Program cozsultation Clinic team
supervises all care for children with oral plastic conditions, in-
cluding cleft lip and/or cleft palate and maxillofacial cGefects. .
Orthodontic treatment, and routine dental care which is not associa-
ted with the above conditions, is not covered.

Clinics are held in Lincoln, Omaha, and: North Platte. A consultation
Clinic team is composed of the following specialists: plastic surgeon,
pediatwician, sSpaech pathologist, otologi.'t, psychologist, pedodontist, :
orthodontist, prosthodonist, and dental hygienist. i

Surgery is provided in Lincoln and Omaha. -

Eligible dental and orthodontic care is provided by local dentists
and orthodontists.

Other services may include speech therapy, care for hearing loss
including hearing aids, x-rays, and pathology.

Eve Program

Coverage is rectricted to eye conditions amenable to surgery, such as
esotropia, exotropia, strabismus, ptosis, and congenital cataracts.

DPiagnostic and follow-up evaluations are provided through offices of
contracted ophthalmologists in Lincoln, Omaha, Hastings, Grand Island,
Columbus, Kearney, Scottsbluff, and through Clinics in Lincoln and
Omaha. '

Hearing Loss Program N

Diagnosis and treatment, including hospitalization, are provided fbr
children who have a hearing los: or a condition which may result in a
permanent hearing loss.

Services may include hearing aids and maintenance, audioiogical ser-
vices.

Physicians' office services are provided by contracted otologists. in
Scottsbluff, Kearney, Hastings, Lincoln and Omaha. Consultation
Clinic services are provided in Lincoln, Omaha and at outstate Cliniecs.

Coverage is previded for necoplasms, including leukemia and lymphomas.

or potentially crippling.

P/8

Cc-15




v

1l.

1l2.

4

Sirvices may include physicians' services (hematologist, pediatri-
cian, ‘surgeon) for both diagnosis and treatment, hospitalizations,
x-rays; pathology, and treatment drugs.

ﬁ:imqrg'café is pfovided by the Medically Handicapped Children's
rogram:-contracted hematologists in Lincoln and Omaha, as well as

through the ‘Cncology Departments at the University of Nebraska Medical

‘Center, the Univarsity of Creighton Medical Center, and the Children's

" v . .

iHospital in Denver, Colorado.

'éovcra¢p for 'savere, chronic asthma is provided by contracted pedia-
‘tric a'lergists in Lincoln, Omaha. and Scottsbluff, as well as lscal
‘care provided by the family physician ‘under the supervision of che

padiatric allergist.
Services may include pathology, x-rays, limited drugs, cardio-

pulmonary studies, hospitalizat.ons, and desensitization injections.

Coverace is provided for medical diagnoses determined as chronic,
prolonged, and cr: jpling or potentially crippling in need of active
‘treatment.

SPrimary care is arranged by the Medically Handicapped Children's
Program with contracted physicians who are boarded or board eligible
in the specialty directly related to the diagnosis.

a. a L&

ﬁétermininq factors are birth weight, gestational age, and the
need for active trea ment. Hospitalization only for acute care
or weight gain is ineligible.

Hospitalization is only covered at Medically Handicapped Child-
ren's designated Intensive Care Units, which currently are:

St. Joseph Hospital, University Hospital, Children's Memorial
Hospital, and Archbishop Bergan Mercy Hospital, Omaha: St.
Elizabeth Copmunity Health Center, Lincoln: St. Francis Hospital,
Grand Island: Mary Lanning Hospital, Hastings: Good Samaritan
Hospital, Kearney: Great Plans Medical Center, North Platte;
West Nebraska General Hospital, South, Scottsbluff: Sacred Heart
Hospital, Yankton, South Dakota:; and the Children's Hospital,
Denver, Colorado.

b. Burng

Determining factors are the degree of the Burn and the percentage
of the body surface burned.

Hospitalizaticn is covered at St, Elizabeth Community Health
Center, Lincoln, and at Children's Memorial Hospital, Omaha.

C-16
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liagnoses may include seizures, subdural hematoma, encephalocele,
and Guillain-Barre syndrome. .,

Primary physicians murt be pediatric neurologists. Coverage
includes pathqQlogy, limited drugs, and hospitalizations.

d. Genital-Urological

Diagnoses may include bilateral ureteral reflux, extensive
hypospadius, and ambiguous genitzlia.

e. Gastro-Iptestinal

Diagnosas may include cystic hygroma, esophageal atresia,
Hi:schsptuqq'sxdisoase, imperforate anus, massive ischemia
bowel, omphalocele, and trachec-esophageal fistula.

£. Hematologig

Diagnoses may include systemic lupus erythymatosus and sickle
cell anemia.

q. ’ -pulmon

Diagno'ses may include broncho pulmonary dysplasia, pulmonary
fibrosis, and subglottic ‘tracheal stenosis.

h. Metaboljc

Diabstes i3 a covered diagnosis for which hospitalization is
provided. Other metabolic disorders may be covered upon review
of the Medical Director. These conditions may include conditions
of the thyroid, pituitary, thymus and adrenal glands.

i. Other apomaiies .

Other diagnoses requiring major, chronic care will be considered
for medical eligibility.

(] na <

Screening evaiuations are provided at Norfolk, Ainsworth, and Chadron
area clinics, only. Children may be referred for conditions related
to program coverage. Any child may be evaluated once without charge

to determine medical need and eligibility. All other screening refer-
rals are handled by appointment through local pediatricians.

The Medically Handicapped Children's Program will refer children from

the Screening Clinic or pediatrician's office to other Medically
Handicapped Children's Program specialized Clinics, as appropriate.

c-17 80
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Ganetically Handicapoed Brogzam
L.B. 989 of 1980 allows :che: Medicilly Handicapped Children's Program

TQ admini ster Medical Services +4' individuals over 21 years of age
with ‘a. diagnosis of Cystic & , Hemophiiia, and Sickle Cell
Anemia. Specific coverage: i ained oy -availible funding based
on prioljties found in State .. usation. Persors referred to the
Medically ‘Handicapped Children'y Prograsi must meet ihe same eligi-
bility requirements ac for all othir Medically Hindicapped Children's
Progrars .

Diagnostic and treatment services are provided @t tho University of
Nebraska Medical Center, as well as ‘throuch contracted: physicians
specializing in pulinonology.

Services may include drugs, nebulizer machines, pathology., and
hospitalization.

- Hemoohilia

Services for hemophilia (caused by deficien., of antihemophilic
globuline: Factor VIII) are provided oy a hematologist.

Servicas may include diagnostic evaluatidns, consultations, active
treatment, x-rays, pathology. and “ospitalizations.

Sickle Cell Anemia

Services are provided by a hematologist and coverage may include
hospitalization, pathology; and outpatient evaluatioms.

Educationally Related Therapy Services

This is a coordinated program developed by the Nebraska Department of
Education, Special Education S8ranch: and the Medically Handicappec
Children's Program: to provide educationally related physical and
occupational therapy services to handicapped students in Nebraska.

Any child who may need physical therapy and occupational therapy
services must be referred to that child's local school district.

Children ar2 reaferred to the Medically Handicapped Children s Program
for entry into this program by the local school system onlv.

Services consist of assessments provided by the Medically Handicapped
Children's Program through a network of clinics throughout the State:

‘Physical Therapy, and Occupational Therapy.

This program is cogrdinated through the University of Nebraska Medical
Center, Department of Pediatric Gastroenterology. to provide for the
treatment of infants whose digestive system cannot absorb sufficient
nutrition for survival.
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Diagnoses éligible for this program include short bowel. intractable
diarrhea and. Crohn's disease.

Services are provided for those children receiving treatment in their
own,. or substitute home and may include: infusion pumps, catheters,
intraverdous infusion systems; laboratory s-udies, monitoring medical
care and parenteral nutrition £luids. Inpatient hospital care is.
not covered under this Program.

i bi ‘i'"?tv

If a child is. determined medically e'igible for any of the above. programs,
a family's ability to pay for the co. ¢ of specialized medical treatment
mist be determined prior to commitment for payment by the Medically Handi-=
capped Children's Program.

g:;v;i;. Rights

The Medically Handicapped Children's Program is administered so that no
person is excluded from participation, is denie. the Benefits of, or is
otherwise subjected to discrimination because .: race, color, national
origin or on the basis of handicap. Each individual has the rignt to
.3pply; and be considered for the same aid, care, services., and other
benefits which are provided by the Social Service agency or by other
-agencies, -organizations, institutions or individuals with whom arrznge-
ments have been made for services, reqgardless of race; color., national
‘origin or handicap.

An individual may file a complaint with the local or State Social Service
Office: or the Fedaral Department of Health and Human Services whenever
discriminatory conditions or practices are felt to exist, and will obtain
nrampt and just consideration and action-qp the complaint.

Grievance and Aopeal

An adult applicant, a parent or guardian of a child, or the representative
of an adult who is dissatisfied with any acticn with regard to the furnish-
ing or denial of services may file a formal grievance within 90 days of
‘that action. The resulting grievancs decision may be appealed (not to in-
clude decisions specifically related to a medical eligibility or treatment
plan decisicn) within 9J days with a request for a fair héaring within the
guidelines of the Nebraska Department of Social Services fair hearing
regulatiens. ' '
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APPENDIX D

‘GETTING CHILDREN HUME: HOSPITAL TO COMMUNITY 7

NEWS DIGEST ISSUES FROM NATIONAL INFORMATTON. CENTER

FOR HANDICAPPED CHILDREN AND YOUTH ’

CHILDREN. WITH HANDICAPS, PARENT AND FAMILY ISSUES: A GUIDE TO READINGS
PSYCHOLOGICAL TESTING OF CHILDREN WITH DISABILITIES
ALTERNATIVES FOR COMMUNITY LIVING
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TO THE PARENTS AND CARE MANAGERS

child's own. home,
intendey. for parent:, care.

=Y T I

oz

mary -diagnosis to. in-home care. The pilot .for this

parents. to particibite,in:planningufor*the child,

LRy deear o h ey Ces e ~,,;

aid You--the parents/care managers.,

v

2ogw

Fortunately, times and attitudes change in health care.

the.pgdiatfic.;bmmunity believed that severely .disabled chi
de cared for only in an acute-care hospital or in an institution. ,
» ‘Usually the
This workbook,
ated to h.alth

For decades
idren couid’

we have -realized that the least restrictive environsent
is' the best locale for ‘the child.

‘ are. managers, and all those -dedic

care is about: Getting Children Home: Hospityl to Communit

. Until recently  many severely medically involved *high tech®
chi!dren;uere,'iqstitutipnal~éa;é$'vbecau$e“of'their highly specialized
medical needs. The: 1980s - ‘have -made the health-care professionals
; increasingly aware of the plight of severely handicapped' youngsters and
& their families. The term *least restrictive environment,* once thought
8 to: be. tie concern only of educators of handiZapped children, is ¢he con-
cern of thg~pediatrjq‘qommuhigy as well. ’Tnehconceptué]*meﬁél presénted
i: this workbook is an effort to provide a map for the: journey. from pri-

Journey is a pro-
fessional care’ manager who has. learned: the critical components of
service planning and community involvement. The manager can assist the

._The: journey from the primary- diagnosis to home can- be long and
tedious--yet distinguished by lan-warks only ‘the child and his family
: can truly .appreciate.. This workoook is a roadmap and a time -schedule
, for the journey. The first ¢-:tion outlines the three phises from ini-
- tial planning to the Placement in. the home. The next section outlines
the roles of various guides and pilots :of the Journey.
tion detiils the: actual map, or discharqe plan and “home:
fina]‘sectionfcgntérsVupon using the community resource
tions and repair siiops--which help during the trip and es
, the journey is complcze and the child is at home. Throughout; the worke
; book incorporates checklists, charis, diagrams. and sample documents to

The third: sec-
care.plan, The
s-<the gas sta-
pecially after
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THE THREE PHASES. IN PLANNING FOR HOME/CORAINITY DISCHARGE

Tiwre. dre three consecutive and distinct phases in the journey; eac:.
takes the child .and family closer to & successful return hime. Each phase
can be uynderstood in terms of:

o Its goal “
o The key players and their roles
o The major activities needed for
successful completion of that phase

Phase 1

‘The first phase consists of appropri‘ate fdentification of the can-
didate for in-home care. The assessment of the child and his/her total

S

environment, should ordinarily include the child's 7Parents, the primary

. o~

medical specialist or zttending Physiciam, the Interdisciplinary Team; and
the Care Manager. )

G0AL: Evaluation.of the candidate for home care

Phase 1L

) After the child has been identified as a candidate for discharge from
the medical (institutional) facility for in-home care, the task is to
identify specific objectives, service providers, funding sources, etc.,
necessary to realize the child's inshome placement. This phase requires
careful analysis by the Care Manager and the: child's Parents, and all plans:

must be double-checked to assure that all objectives are met before the
child's discharge. During this phase, the Discharge Plan is developed ana:

implemented and thé. Home Care Plan is designed.

GOAL: Orawing up Discharge and Home Care Plans

This phase is ¢crucial in planning for the discharge and home care.

The major conceptualization. scheduling, and analysis must take
place in this phase BEFORE the  child comes home.

Phase 1il

The final phase begins as- soon as the child is discharged from the
medical facility to a family home. Then the Heme Care Plan is fully
implemented, services to the child and his/har family are in place, and
maintenance at home begins..

GOAL: Discharge from the institution and implementing the Home Care Plan
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THE KEY ROLES

T

The journey froin hospital to home requires the interaction of many
people. While “the crew” varies with each child, several key positions
will ilways need to ve filled--and their tasks assigned--to make the trip
home a pleasant voyage. The ‘major participants are the child's. Parents
(or legal guardian), the primary Physician, the Care Manager; tne Inter-
disciplinary Team, and the Community Support Services personnel.

The Parents

‘The definition of Parent includes -mother and/or father, or the child's
court-appointed legal guardian--the person who has legal responsibility for
the child's. care, support, and protection.. In most cases, the child's
Parents will be actively involved in the Care Plan, ‘but many. severely
¢ ‘*fsja“bl'ed children are under the gua_r.di%i_nshib of public -and private welfare
agencies because of the inability or unwillingness of the child's parents
to assume -the responsibility for the chilid's care -and support., In such
cases the child will probably have a social worker -representing the guar-
dianship agency. This agency must be invcived in approving and coor--
dinating the child's discharge.

Ouring Phase I, the Parents are both participants and subjects in the
2ssessment process. Proféssionals will evaluate the Parents’ interest and
overall ability to care full-time for their child at home. The limit of
the fecus of attention in this phase should -not be tiie stability of the
¢hild's condition or the feasibility of maintaining the child outside a
specialized facility. The child's family must participate in determining
their ability o cope with the many adjustments of full-time caring for the.

. Along with the Care Manager, the Parents. must be ‘actively involved
during Phase TI. They will help to identify the needed services and: sup-
ports necessary to achieve in-home .care. The Parents must be involved not
only in the development of the Home Care Plan, ‘but In its impiementation.

1

When the. child. enters. tie homé, Phase III, the Parents begin to assume

Py

more and more responsibility for the care of the child,

9
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QIOCLINES FOR PARENTS®

1. -Get #e such infermstion ss yeu con abeut the child's dissbility. Telk
te professionsle; seerch for the sast recent books, drochures, end
srticles. In the interest of yeui.‘child, you sts on your wey to
becomning en.expert.

2. Ask questions sbeut whers yeur child’s cenditien is o, Avo“ being
‘diocoursged. Remanber-that there ars changes end edvences
ressarch, services,.ond legislatien.

3. Kesp's mmn receed of all eumnnum ond inferastion given to

you' by..experts.
4, mmormmunummtmummm« ehild,
nr m* your:other childeen, your sxtended fanily, yeur mm.

5. Pecsuade gently..Yeu m your ohild’s prisary sdvecate. Ramain polite
‘Sut fire, Ineist-en yeus right te be included.in sll decisions,
6. Liston te/yeur-child. -Kis/her peint of view is peremcunt, end he/she
. 48 the reel expert ‘in this eree.
7. Telk to sther perents who have shared siailer experiences,

\

The. Physician

The Physician has both primary medical responsibility for the child and
is key in the discharge:planning prociss.. Usually the child's doctor will
first recognize the possibility of mesing:the child from hospital to com-
munity. Thus the Physfcian is actively involved during Phase I in deter-
mining a candidate for home care.

Ouring Phase [I, the Physician remains respoasible for the child's
overal} medical cire during development of the Dif'charge Plan. The Physi-

cian will usualiy have. the most active role in vdentifying equipment and

related medical needs to be included in the Discharge and Home Care "lans,
The Physician must give medical approval to tho plan prior to discharge.
During. Priase III, the Physician continues to assume responsibility for
monitoring medical care,

The primary care Physician in the hospital will .not necessarily be the
doctor' who eyentuaily takes care of the child in the community. For
example, the neonatologist--in conjunction with anothar hospital pediatri-
cian--msy be irvolved in the decision to send an .infant home. In most
fnstances, more than one physician will be involved. Hospital-based .pysi-
cians or sub-specialists ‘may. have primary. responsibility for in-hospitrl
care in Phase I, while in Phase I11 a community-based physician may be

responsible for the child's ongoing medical care. It is inﬁo‘rtant thst all

of the physicians work together effectively in order to insure the effec-
tive Discharge and Home Care Plans.

Al
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The Care manager

The Care Manager is a trained professional (usually a social worker)
responsible for writing, coordinating, and. implesenting the Home Cai‘e Plaa
after the child's discharge. The coordination is all importint. to avoid:
“ duplication of efforts and. service gaps in the Discharge or Home Care
‘ Plans. In Phase I (the determination of a candidate for fome care), the
‘Care Manager may be an inactive participant, but his/her knowledge of
existing. and potential community supnort systems and services may be essei-
tial in the determination of home care.

Once the child is a candidate for community<based care, the Care
Manager's role increases during Phase 'II as he/she assumes the major
responsibility for devising, coordinating, and: implementing the Home Care
Plan. The Care Manager may also assist in developing the Discharge Plan.
With the child's Parents (or guardian), the Care Manager will insure that
community support services are available and accessible,

RN S

Ouring Phase 111, the Care Manager's role diminishes after the child is
at home. At this point, the chief task of tie professicnal is to provide
back-up support to the family or to be a temporary coord’ ~tor in cases of
significant changes in the home setting. :

. GUIDELINES FOR CARE MANAGERS

1. See thet the perents are-i.volved in every seject of the decision-
. NG process, . ) ’ .
2.. Maks schedules-of family 1ife, before end afiee-the placesent of the
. Ghild et heme, . ’ L
Jo Welp octual daily living plens for the-ciild aftes yau heve e
auch inforastion 89 poseible sbout the femily end the child.
4. Remein “en tep of" all community secvices.
3. Give zepies of o1t weittenreparts te parents. Cxplain the "jargon®
. contained in the reperts. )
: - 6. Halp the parent te knew the child's strengthe end ebilitiee.
s 7. OSavene invelved with the whele fenily te develep o general picture of

;. Explain how to cosrdinate needs end services.
Same of the peinte mentisned in the guidelines wers suggested by of

r — ~ 3
S e Vi S i BTG B

y
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The Interdisciplinary Team

The Interdisciplinary Team includes atl professionals from the
various disciplines (medical, social services, nursing, speech and hearing,
etc.) involved in the development and implem¢ :ation of the Home Care Plan.
This team may also include parents of other severely disabled children suc-
cessfully moved to family care; these: parents have developed applicable
knowledge and skills, In fact, they are often the real “"experts.*

The various disciplines represented by the Interdisciplinary Team. are

‘necessdry to the overall viability of the plan. One part of the Inter-

disciplinary Team, the nursing ‘component, can give the most accurate infor-
mation concerning requived care, feeding, the activity level, or other
vital information about the ‘child. Ouring Phase I, tha team should:-par-
ticipate in determining whether the child is a candidate for discharge to a
less restrictive setting.

During Phase 1I1I, the Interdisciplinary Team members actively
participate in the development of the Discharge and Home Caré Plans and in
the identification of community resources. The. team should also be active
in educating ‘the parents or other care prgoviders for the child's move home,
During this phase, all: arrangements must be made, all environmental changes
t: tkhed ‘home completed, funding sources confirmed, and the plan double-
checke

During Phase III, the Interdisciplinary Team provides as-needed
support and assistance to the Parents as the latter assume ‘the major
responsibility for the care of the child.

32
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Community Support Services

Community Support Services include all resources, vendors, n~d agen-
cies with a role {a supporting the family and insuring the ichild* .adjust-
ment within the family. Although these service providers ar2 not . ‘ively
involved -during Phas¢ I, the discharge team must take intc accoun. what
resources are offered, available, accessible, or potentially developable

within the community.

Ouring Phase II, the Care Manager, the Parents, and the Interdisci-
plinary Team must: a) specify the needs of the child and the family;
b) ’:dentify and arrange commiiment of the Community Support Services for
in-home care.

PROVISIONS. FOR .COMMUNITY SUPPORT SERVICES AND FOR IDENTIFYING
§ ' GOES HOME

POTERTIAL PROBLEWS WIS BE WAOE GEFORE THE CHILD GDES FORE

In Phase III, these Community Support Services become active par-
ticipants in the actual delivery of services aid continue as long as .
necessary, The degree of the child's disability and the impact the child
will have upon the other members of the family should ‘be fully discussed
before the child comes home. Potential problems should be identified, and
the family should be: given every possible 'support in their' adjustment to
their new role. Too often, these important considerations are left to
Phase III; sometimes it is then tco late to avoid serious family disrup-
tion. A medical Discharge Plan and a Home Care Plan should be clearly in
place before the child comes home. The Parents should clearly understand
their role and expected functions before the child is home.

v
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PLANNING FOR DISCHARGE AND HOME

The Discharge Plan

The phases of progression from hospital to home have been defined; the
roles of the pilots and planners have been delineated; now the plans must
be formylated.

The child (in most cases) has been the resident of an acute-care
facility for .an extended period. When his/her condition becomes stabi-
lized, the physician determines that home care is feasible. After the
child has been moved from intensive care to a reguiar pediatric unit, the
recognition of home care as the most effective and psychologically
appropriate care leads to the development of a plan for future care.

The Physician and Interdisciplinary Team will develop an overal! medi-
cal Discharge Plan during Phase II. This plan should .detail all equipment
needs, all prescribed medicine, and all needed supplies. It should clearly
define ‘the medical protocol to be followed at home. Additionally, the plan
should include any alternative arrangements that might be necessary, such
as with a local hospital to care for the child in a medical emergency, or
with the discharging hospital for emergency return.

For some children, the plan will be brief; for others, it will be
extensive. The details of the plan are the wresponsibility of the
discharging hospital and require the approval of ‘the physician in charge.
The plan wil! indicate needed hours of nursing and training, both for ,
nurses and parents, prior to the child‘'s discharge. i

State agencies such as specialized Maternal and Child Health programs
and Crippled Children's programs may be developing and directing special-
ized state programs for these populations and would participate with the
discharae team in the last phases of the plan in order to assure its feas-
ibility. Assuring the availability of nursing service, specific training,
home service and maintenance--all are examples of -the participation of
state agencies.

Q ‘ D-13

el
15




The Home Care Plan

As the Physician draws up the Dfischarge Plan in Phase II, the Care
Manager--designated in this phase--is simultaneously drawing up the Home
Care Plan., The Discharge Plan includes the medical aspects of needed
services; the Home Care Plan includes the “"nitty-gritty* to implement these
services. The Home Care Plan is really a series of plans which includes
the following elements:

a). Care Management Services:

The designated Care Manager should coordinate the
services of other providers., These services and their
providers should be described in the plan. The Care
Manager will:

o help the family avoid duplication of services;

e assure that the child's needs can be met in the home;

o provide the family with information regarding alter-
natives in care choices, available services, and their
rights as parents; .

.9 initiate referrals cconsistent with the plan and
acceptable to the needs of the family;

e act as an advocate for the family in negotiations to
obtain necessary services as detailed in the plan,

(see pages 12 and 13)

b) Respite Care Services:

_ Attention should ‘be given to providing for temporary
residential, respite, and supportive services to assure
that the child can remain in the community if the family
requires temporary relief from care-giving responsibilities,

¢) Home Modification:

For some children, changes in the home (such as addi-
tional electrical wiring, insulation, weatherproofing of the
windows, construction of wheelchair ramps, etc.,) may be
necessary. Such environmental modifications should be
detailed in the plan and SHOULD BE COMPLETED LONG BEFORE THE
CHILD'S DISCHARGE. (see pages 14-15)

d) Nursing Services:

A detailed plan for nursing services should include
hiring, training, and planning for reimbursement. for nurses.
This plan should be consistent with the Nursing Act for th:
state in which the child lives, The nurcing staff should be
familiar both with the overall medical Discharge Plan and
the Home Care Plan,

-
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e) ‘Supplies and Equipment Plan:

Based upon the Discharge Plan, a section of the Home
- Care Plan should include methods of getting supplies and
equipment and of replenishing them when needed. This part
of the Home Care Plan should identify the vendor(s) and
should be kept near the bed so that the person in charge can
obtain additional equipment easily. (see page 17)

f) The

g) The

Family Support Plan

tach family should have someone, either the Care Man-
ager or a social worker, to share their concerns about. the
impact of the placement of -their child in the home. The
Care Manager should draw up a schedule of family activities
both before and after the child comes home. Once {hese
activities are charted and the differences are seen, some of
the possible friction can be avoided by rescheduling activi-
ties and by taking into account the needs of all--child,
parents, siblings, and the entire family unit. (see page 18)

Family Finance Plan: .

The Home Care Plan should give a detailed suggested
financing plan for the family; the plan might recommend
application to one or more of the following:

o Insurance companies;

o Community funds;

o Crippled Children's funds;

o Title XIX Medicaid and/or Title XIX Medicaid Waiver.

The Care Manager (or in some cases a member of the

Interdisciplinary Team) should work out these funding

suggestions to avoid any possibility of the family's loss of
funds which enable the child to remain et home. Again, this
aspect of the plan should be worked out WELL IN ADVANCE OF
THE CHILD'S DISCHARGE.

In devising the financial plan, the Care Manager and the Parents should
investigate the following resources:

1. Social Se .rity (a part of the S.S. program is set aside for
families with a disabled member). _ .

2. Supplemental Security Income (S.S.I.) for Aged, 8lind, and
Disabled {S.S. program). Application can be made by a parent,
guardian, or other responsible person for a disabled child or
aduit, The S.S. office makes the determirnation of eligibility
for the program,

0190



Family Finance Plan (continued)

3. Veteran's Administration. Financial aid for medical care is
provided to. a spouse or a chiid of a veteran (living or
deceased) who has 2 permanent, total disability resulting from
an injury: during military service. Consult the V.A, for
further details. ,

4. Medicaid programs. Consult the Department of Siicial Services
in your local health department to determine elegibility.

5. Medicare programs. Primarily for families who receive S.S.
benefits. Consult the Department of Social Services in your
local health department to determine elegibility.

6. Other programs: Aid to Families with Deperdent Children; Food
Stamps; Nutrition Program for Women, Infants, and Children (WIC);
Emergency Assistance Grants; Private Voluntary Agencies.

h) The Community Support Plan:

In most cases, many community agencies may play vital
roles, in making the entire plan successful. For example, if
24-he r nursing is needed, the highway department's coopera-
tion may be necessary to insure that roads to the house are
passable in bad weather. If electric power is needed for
life-sustaining equipiment, the power company should be aware
of the family's vital need. These same principles apply to
other emergency measures from local services and utilities
(telephone, ambulance, etc.). Your key to success is
stating politely and clearly your request before an emer-
gency occurs. Included below are sample letters to the
various companies as a guide to how information canm be
relayed to the companies. (see pages 19 and 20)

CONCLUSION

These plans give not only a profile of services needed, but of the
family itself. Thus, the plan is actually a series of plans, each divided
into a category. The Care Plan must take into account both the operating
model of the family and the intellectual and emotional capacity for family
and child adjustment to the home environment.

The Care Manager must make the Home Care Plan fit the family,
not the family fit the plan.

If the Care Manager tries to force the family into a plan, the plan
could lead to disaster. Therefore, the more schematically the Care Manager
can visualize the family operation, the more- the likelihood of the plan's
success. The family profile of behaviors, needs, and timing can help the
Care Manager to suggest a plan which in constructive, not obstructive. The
Care Manager works by suggestion and observation, rather than by command.




& 0ffice Coordinator

Telephone i ) .
Other Date

INITIAL CONTACT SUMMARY

Patient's Name . SSIY DSCC#
-Address 1DPA# REC#
County \ 8.0. _Tel#:
Guardian's Name Address.

Verify SSI , Verify IDPA Verify Insurance
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FAMILY - MEDICAL HISTORY
(According to Parents)
INVOLVED SERVICE PROVIDERS - SERVICES NEEDED

(Parents' perspective:
goals and expectations)
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NAME
SSIt oscc#

City County __
‘PROBLEM REMEDIAL © OBJECTIVES PROVIDER/
ACTIVITY PAYEE *
, & DATE
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PHYSICAL FACILITY CHECKLIST FOR \ME HOME

° HOSPTIAL . CITY . DATE
PATIENT 'S NAME WOSPITAL 1.0.7
PREPARED BY, i — TITLE i TECEPHORE._

I. Aec’..tplll t

A. Phyeicsl facility must sccomodate the
child'e specific disebility (to include
squipmsent. necessary for fecilitating
mobility end/or transpurt) to provide
eccese with single caretaker assistance.

8. Where eppliceble, physicel facility suet
not restrict delivecy of lerge or heavy
medicsl equipment

I1. Space Rg&r-mto

A. Child'e room must heve minimum square ) |
footage eres of 9 ft. X'9 ft,

Note: Any living sres in the house mey
be designeted ee the “child's
rooa” (e.g., bedroom, dining roos,
recreation room).

8. Storage

l. lmmediete sccees, e.g., night stend
ueed o store equipment/supplies with
utilizetion frequency of 8 hre. or less,
0.9.y suction cetheters, suction
sachine, gloves, dropper bottle.

2. Proximsl sccess, e.g., closst—ised to
Eottoqﬂpnmi’mltu with utilize-
tion frequency of 24 hrs. or lees, e.g.,
infant scale, water-bottles; specimen
cups, end ismediete access iteme in
lerger quantities. Can include small -
voluses of oxygen replacssent. The
proxisal eccess storage eres sust be
v in close proximity to the child'e room.

3. Bulk stor 0.9., bassment or garsge—
sust be Iorg; m&n to eccommodate 1
month's squipsent/supplies and st least
1 week's oxygen supply-

Storsge srees must be free from
sxcessive dempness. The tempereture
sust not permit weter to: freezs.
Storsge erees aust not contain toxic
chemicale, 0.g. cleaning solutions,
fortilizer.

102

D-19




PHYSICAL FACILITY CHECKLIST FOR THE HOME (continued)

111. Electricity Requirements

A. A qualified slectricisn is required to
eveluste the phyeical facility for ahilily
to accommodats the ‘child's electrical
supply needs.

8. The phyeicsl facility sust be supplied by
e minisum of 100 .emp. electzical service.

C. A minioum of two separsts-15 esp. branch
circuite .must supply the child's room.

0. 1If the main distribution penel utilizes
fuses, four spare fuses of eppropriste
capacity ere required to be stored nesr
the fuse box.

€. A minimum of four ¢c.lm slectrical
cutlets on sach of ‘the two 15 amp. branch
circuite ie required for s totsl of eight
duplex outlets in the child's rooce.

Note: This is in sddition to the usual
and customery inatelletion. There-
fors, this requiremernt is not to be
interpreted as the totel number of
outlete required for the child's
toom,

1V. Speciel Equipment

A. A telephone should be st the child's
bedeide.

8. A mechanicsl whistle should bs st the
child's bedside. .

C. A bettery-powsred floursscent flood
light should be st the child's bedside.

D., Powsr feilure slere/1light should be plugged
into the ssas houss slectricsl circuit sg
the ventilstor.

E. One sacke slarm end one five pound CO;
fire extinguisher should be locsted on
sch lsvel of the home (including the
besement).




PHYSICAL FACILITY CHECKLIST FO& THE HOME (continued)

VST A YLTYY SYARSARGS FOR THE R SATTSFRCTORY | URATTS REYORY

v. Ventiletion

A. Ventilstion sust be adequate to perait’
sefe recharging of wet cell marine type
batteriee.

3. Oxygen storage aress aust have sdequste
ventilation.

1. Genersl

The house must mest local ssfeiy, sanitstion,
ond building requiresents.

{11. Other Considerations

'111. Sumsery of equipment/home modifications necessary for safe discharge home:

(This checklist was drawn up by the Children's Home Health Network of Illinois.)




OETERMINATION OF SERVICE/EQUIPMENT NEEDS FOR CARE MANAGERS AND PARENTS

Statement of Reason for Resource How to Secure Resources
Need Need Required
T, A Who | When [Cost
| !
I l
z ] l
l l
| L
3
| l
i l
4. | {
I |
| |
—
I l
l |
6. ' ] |
l l
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I I
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8. ] I
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TRECRLIST OF RESUURCES TU ANSWER NEEDS |
' |
| 1
Resources of family: 1.
(ex.: mother is a teacher) »
. |
- |
Resources of extended family: 1.
(ex,: aunt is a nurse) »
3.
‘o ¢
5.
Resources presently used: 1.
(ex.: assistance from church
group for transportation) 2.
3.
4.
5.
Methods of identityin
and Contact
Resources (above) to be expanded: 1. 1.
(ex.: other churches in same
denomination could supply 2. 2.
transportation, respite
care, etc.) 3. 3.
4. 4,
v 50 So
Other potential resources 1. 1.
(ex.: parents of children
with similar handicaps) 2. 2.
3.
4.
5.




SAMPLE L ETTERS:

Manager-Midwestern Power Company October 26, 19__
132 Main Street
Indianapolis, Indiana 60321

Dear Sir:

My son has a rare and very serious disease cilled adrenoleukodystrophy.
Aff.er his stay in the hospital for the last Yew months. the doctor has
decided that he can come home. We are looking forward %o bringing him. home
next Saturday. )

I am writing this letter to let you know that John also has other
complications requiring the regular use of iife-support equipment which
uses electricity. The social worker at the hospital suggested that I write
to you and let you know of our acute need for electrical power. She said
that you might be able to repair power lines and other equipment in cur
area more. quickly if you were. aware of such a medical need. We will have a
batvery bick-up power source, but we will feel more comfortable knowing that
your company is aware of the need for power in this home. Please feel free
to call me, or perhaps 1 can stop by your office. and discuss the situation
in more detail. Our physician is Or. Tom Smith; his phone number is (312)
345-7632. Or. Smith siid that he would be very willing to discuss John's
case in more detail if you feel it is mecessary.

Thank you for your consideration of this matter which is very impor-
tant to my family.

Very truly yours,

Susan Alexander

County Highway Department Octoter 26, 19__
132 West Jackson
Springfield, 111inois 60432

Dear Sir:

Local medical providers and Children's Hospital have arranged for the
discharge of a severely disabled chilg whose life is being supported by
ventilator. Jim:'WcBee will be moved from Children's Hospital to his own
houeion November 3, 19 __. .His care plan includes around-the-clock nersing
service,

This letter is to request your-cooperation in estallishirg a priority
for keeping the roads open to 1223 West Washington Street. As you know,
thiS‘houSe*is'apﬁroiiuattiy‘avaﬁﬁeffroa the edge of the city and in incle-
‘ment weather has access oroblems. We would 1ike to mcke every effort
possible to gssure that nurses can get to this home every eight hours.

¥e sincerely hope that the highway department will take this medical
sityation into consideration when establishing snow-removal priorities.
Please feel free to contact either me or the family.

Thank you for your cooperation.

Very truly yours,

Paula Epstein
Medical Social Worker
Children's Hospital




SAMPLE LETTERS

Ace Ambulance Company October 26, 19__
1472 West Jeiferson Street
Springfield, USA 12345

Dear Sir:

John Sarvis, an 8-year-old severely disabled child, is being discharged
to his -home on -November 22, 19 . John's condition has stabilized in the
last few months, and the medid'T team at Children's Hospital feels comfor-
table about discharging him to home care. There may, however, be a need
for him to be taken to the local hospital in an emergency situation. We
would like to notify your company of the location of the home (14 Maple
Street at the corner of Oak Avenue) and the quickest way to get there in an
emergency (Main Street north to Maple Street, turn left and proceed two
blocks). Even though we do not anticipate such an emergency, please call
me at (301) 123-8765 to discuss the situation in detail and to make all
necessary arrangements.

Thank you for your cooperation.

Very truly yours,

Harriet Gage
Social Worker

Commissioner Harry Jones October 22 19
Uptown Fire Department

19 Main Street

Grovers Corners, USA 10229

Dear Sir:

I am writing to inform you that Don Miller is being is being discharged
from Beth Israel Hospital on November 20, 19__. ODonald, who has a series of
physical ailments, including bronchopulmonary dysplasia, ‘will be residing
at his parents' home at 24 Monroe Street here in Grovers Corners. He is
dependent upon life-support equipment like a ventilator and suction machines.
He is also scheduled to receive 24-hour daily nursing care. Episodic
flare-ups may require emergency attention, even though the doctors at Beth
Israel have determined that hi's conditon is quite stable. We are, therefore,
making sure to give notice to your department in the event that Don may
someday nebd emergency care best provided by the Rescue Emergency Squad of
the Fire Department. Also, in case of fire, it would be difficult to move
Donald. Therefore, we are requesting your advice, and would welcome further
conversations about this matter. If someone from the Fire Department feels
that a visit to the home would be helpful, please call me at (415)

337-3842.
Thank you for your cooperation.

Sincerely,

Susan é&een
Social Worker
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ORGANIZATIONAL SYSTEM OF COMMUNITY RESOURCES

Incredible storiéc abound about families trying to meet their child's
needs through involvzment with a large number of health and social service
agencies and having many needs go unmet. These tales include competing
agencies, duplication of services, and a lack of knowledge on the part of
many agincies about the functions and roles of other agencies.

A well-developed program for organizing support services for
handicapped children and their family should include an egucational and
supportive compoment. The family could them become their own advocates.

In a number of states, state Maternal and Child Health programs,
Crippled Children Services programs, special education programs, or others
are actively attempting to organize community. resources for these children.
Ask the Care Manager assigned to -your child to help you to familiarize
yourself with the programs in your own state. Each state has a different
system of agencies and regulations, and the Care Manager will assist you in
your exploration and discovery of community resources.

The task of this workbook is to suggest methods for constructing a
system for parents and designated Care Managers to enhance their ability to
optimize the environment in which the child and family live.

The Systems Approach
Define the Need

The medical needs of the child should be prescribed by the child's
primary care physician and listed in both the Discharge and Home Care
Plans. The other needs of the child and family should be established by the
Care Manager and included in. the child's Home Care Plan. The family and
Care Manager should. list the child's unmet needs and then develop a plan
with the broader Interdisciplinary Team to meet those needs. Otherwise,
the family might waste time requesting inappropriate items or services, or
might request duplicate ser:ices.

Identify the Appropriate Resource

1. Ask the socisl worker st your locsl. hospital or your
~ pedistrician for referrals to o nations]l orgenization dedi-
cated to the dissbility of your child; esk slso for their
locs]l office; inquire sbout the scope of their services.
2. Ask your clergyman for resource referral.
3. Ask another perent of o similarly dissbled child about
local ocganizetions for perents; sttend their ssetinge;
request. their litersturs.
A. Meks en sppointment in the school system with your locsl
speciei educstion director, tescher, or othar sllied person-
nel concerning your child's needs.
5. Call the locsl coordinsting council for hendicepped or
disebled children if one sxists in your sres. ’
6. Consult your telephone boek for stetewide Crippled
Children end other specialized progress to which your child
wy spply. Call your lecsl Socisl Security office ond
inquire sbout your child's eligibility for $s1.
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ldentify the Appropriate Resource (continued)

Your participation in the evaluation process should be the par-
ticipation of a peer with other professionals. If, in your opinion, a pro-
fessional discounts your input or excludes you from the overall process
because you are "only a parent,” request another professional. Remember
that you are an equal, but you must speak up if your opinions .and words are
to be recorded and your advice is to be -acted upon.

Based upon changes in the child's development, treatment plans need to
be continually reassessed. Successful, reputable agencies and special
education programs: will conduct frequent staff meetings to reexamine the
original goals and ..;ke changes in the child's plan as necessary. Remember
-also that public sc.ools are required, under the provisions of Public Law
94-142, to review your child's Individualized Educational Program at least
‘once & year. You should feel free at all times to request a reevaluation.

The wealth of information and possiblities can have its drawbacks.
Families of disabled individuals are often overwhelmed by the number and
complexity of individuals, agencies, and service organizations. Recently
in the Midwest, over 25 agencies and 47 individuals were involved in the.
delivery of services to a moderately disabled child and his family. Too
much assistance: can be detrimental. Unrecognized and unmet needs might
result from the abundance and the total situation might become close to
chaotic. The task is best accomplished if one person with .an appropriate-
supportive team defines the needs of the child and the family, and then
develops a plan for meeting those needs. Contacts with the family, com-
munity resources, agencies, and other individuals should be the respon-
sibility of one individual, and not all of the involved people. One member
of the family will eventually become the Care Manager, and he/she--as did

the original Care Manager--will be responsible for insuring all needed ser-
vices without duplication.

A well-developed program for organizing support services for han-
dicapped children and their family should include an educational and sup-
portive component. This. program would ultimately allow the family to
become their own advocates. By mobilizing their resources to call for

improvements in resources, the family can more effectively meet the needs
of the child.

Readers of this workbook. should also consult Power-Brokering in the
Community, one of the companion books in this series.




Understanding the Approach

Many community voluntary health chapters have prescribed available
areas of service. Often, you must seek them; these groups will not
ne;essarily come to you and your disabled child.

Parent support groups are beginning to spring up all over the nation.
These groups are very valuable to parents and others involved with planning
and care management for disabled and handicapped children. Such groups are
often able to provide more than support by actually imparting information
to new parents, speaking before groups, representing the cause before
legislators, explaining the burdens to state and other public officials,
and in effect, forming an advocacy group for children. Such groups are
usually staffed by parents and are extremely valuable in helping other
parents work through their emotional and functional difficulties.

National foundations and health chapters have proved themselves as
valuable resources in meeting unusual and well-defined needs. For the best
response from a foundation, make sure your case is adequately presented to
them. A very useful source of identifying these agencies is A National
List of Voluntary Organizations in Medical Genetics and Maternal and Child
Health, available from the National Center for Education in Maternal and
ChiTd Health, 3520 Prospect Street, Washington, DC 20057. Many states have

‘homemaker and nursing services provided for by either that state's child

welfare or public welfare agencies. The social worker at your local hospie
tal or a clergyman should be able to tell you if such resources exist in
your community.

A "court of last resort" for concerned parents is to explain their
situation and their needs to their state representative or congressman.
Groups are more usually more successful than individuals in bringing a
legitimate need to a legislator and will usually receive an understanding
hearing. This hearing will often result in a service or activity to alle-
viate the problem area.

The discovery of additional resources will probably proliferate from
the resources known to the individuals of the Interdisciplinary Team. The
wise Care Manager will bring all unusual and unmet needs to this group.

The Future

Nnly a few years ago, many of the severely medically involved and
disabled children would not have survived. Many of these children are
still relatively young and our collective experience with them as teen-
agers, young adults, and adults, is extremely limited. The. limits of their
petential remain unknown.

As we begin to look at this group, we must recognize that not all such
children have parents with the parenting ability, stamina, interest, coping
power, capacity, or support systems necessary to provide an in-home setting
for their children. It is, of course, critical during Phase I when the
medical team is considering if a child is a candidate for in-home care, to
assess carefully the child's parent as a potential resource. In cases when
the parent is not available, what is the future of the child? Is the child



to be committed ‘to long-term care in a medical facility, or do we have a
responsibility to search for a substitute home environment within the
child's extended family, or through the development of a highly specialized
medical foster home? With commitment of the medical community to in-home
care comes the alternative need for highly specialized medical foster-
family homes. To move in this direction, specific standards for these
homes must be developed, either nationally or individually by state. In
most states, existing standards for foster family care can be used to deve-
lop the required specialized standards. Additionally, intensive training
and preparation of the non-parent caretaker will be an essential aspect of
providing for the severely disabled child.

Foster-family or relative homes may be augmented by community develop-
ment of specialized medical group home settings to serve some severely
medically involved children, To preserve the family atmosphere of such
group homes, the number sf disabled children in any one home must be
limited. Cost-effectiveness factors are a consideration in communities
large enough to support this kind of resource. Perhaps, for example, one
nurse could provide care to two or more children at one time; less
emergency equipment may be necessary; less inventory of parts for equipment
repair may be needed.

Public awareness and education are other challenges as more and more
severely handicapped children leave hospital settings for fami ly/community
care. We must look to the future to the kinds of care and the needs of
these individuals as adults. Some may be able to live fairly indepen-
dently; some may require a type of sheltered/supportive living arrangement;
others may require more intensive care in family or group home settings.

Parent support groups are a viable, necessary link in the community
support system. Probably no one can better help the parents of a child
Just diagnosed as having a severely disabling medical condition than
anotaer parent who has already gone through the experience. Parent support
groups can provide a number of services: assisting individual families;
serving as members of the Discharge Team; providing public education and
dwareness campaigns; working with social agencies and others to recruit,
train, and prepare foster fami lies; serving as comnunity advocates for the
educational, recreational, and social needs; lobbying for funds to make in-
home care possible. ,

Finally, it is the responsibility of all of those committed to piloting
the children on the journey from hospital to community to identify the
road-blocks--financial, social, communal, attitudinal--and to seek effec-
tive ways to remove these barriers. We are Just at the bdeginning. As we
move ahead,-we find unanticipated barriers and blocks which must not stand
in the way of any child who is a candidate for community-based care.

The trip might be perilous, but we will rise with the road to meet its
challenges. Each journey begins with but a single step, and this Jjourney
is a necessary one. It is only the first step which is difficult.




SPECIAL NOTE: To the Parents of Children Between the Ages of 0-3

While some states may lack active programs for children between birth
and three years, many are now developing early intervention programs speci-
fically created for early identification of developmental problems in
children. If you feel your child has a noticeable problem or handicap, or
seems to be falling behind other children in specific developmental tasks
such as walking, talking, hearing, or controlling intensity of activity,
you may ‘want to call your public health nurse or your local special educa-
tion program about information on early intervention programs. One of the
advantages of participating in these programs will be the contact with
other parents experiencing similar thoughts, anxieties, and questionms.

Depending upon your state and the size of your community, there are
various establishments (including health agencies, hospitals, university
child development centers, private and public schools) with specialized
early intervention programs to meet the needs of your child. Your aggres-
sive and persistent efforts--coupled with those of your Care Manager--will
pay off for your child. In almost every American community is a network of
people dedicated to serving those with special needs. Your participation
will give you the opportunity to bring to them needed intormation while you
receive from them encouragement and support. .

1i3
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Psychological Testing
of Chlidren with

Children with handicaps who are
in need of special education services
must be identified through an assess-
ment process. The letters received by
the National Information Center for
Handicapped Children and Youth
indicate that psychological testing,
an important part of the assessment
process, is a topic about which par-
ents want more information. The
purpose of this edition of News Digest

‘is to provide parents and others con-

cerned about the needs of children
with handicaps with an introduction
to testing and an overview of litera-
ture that will allow them to do further
research on the subject.

There are certain things that par-
ents should bear in mind from the
beginning of the testing process. The
purpose of testing is to understand
the nature of the child and to provide
guidance for decisions about the kind
of educational programming the
child will receive. Stanley D. Klein in
Psychological Testing of Children: A
Consumer’s Guide compares psycho-
logical testing to the kind of sampling
a cook does when cooking stew. The
cook tastes the stew to make a
generalization about how well the
dish is turning out. In the same way,
samples of behavior gotten through
psychological tests allow psycholo-
gists to make generalizations about a
child’s behavior. No test or group of
tests can provide a complete picture
of a child’s development. Klein cau-
tions against basing decisions abouta
child’s education on the results of a
single test. Children undergoing
assessment should be given a group
(sometimes called a battery) of tests.

Legally, the assessment process
must consist of information from a
variety of sources. The child must
not only be given tests but must also
be observed working and playing in

‘natural settings. People who know

‘the child must be asked to provide

information about him or her. The
views of parents are especially im-
portant. Only through a variety of
sources can an adequate picture be
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intormation from the
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‘obtained of the child’s strengths and
weaknesses. Together, this informa-
tion can be used to determine
whether the child needs special help,
and, if so, to design an appropriate
program.

The way tests are administered is
also important. If the results of the
test are to be useful, the child’s per-

~ formance on the test should be repre-

sentative of his/her behavior. The
person giving ihe test should make
sure the child is comfortable in the
testing situation. If necessary, adap-
tations must be made to ensure thata
child’s physical or sensory disabilities
do not interfere with the testing of a
child’s aptitudes. Public Law 94-142
requires that tests be conducted ina
way that prevents physical or sensory
impairments from interfering with
the measurement of a child’s ap-
titudes. The law also requires that
diagnostic tests be given in the lan-
guage and mode of communication a
child understands. Itis alsoimportant
in administering tests that the psy-
chologist observe the way in which
the child responds to questions.
Klein points out that how a child’
approaches problems can be as re-
vealing as the answers that the child
gives to specific questions.

Parents have an impottant role to
play in the testing process. As an
active participant in the planning of
their child’s educational program,
they should feel free to ask questions
about the techniques being used to
assess their child. The person giving
the test should be able to tell the
parent what information the assess-
ment is trying to uncover. “The Role
of Parents in the Assessment Process”
(1983) makes several suggestions on
how parents can become m¢ -e in-
volved in the assessment process. It
is important that parents meet with
the person conducting the test before
the testing takes place. This gives the
parents an opportunity to ask any
questions they may have. Such a
meeting also allows the person giving
the test an opportunity to ask about
the parents’ views on the child’s
development. Parents also should
prepare the child for the assessment
process. Testing may make some
children anxious. This is particularly
so if the child has been identified for
testing because of poor school perfor-
mance. Such anxiety can interfere
with a child’s performance on the
test. Professionals should take extra
care in explaining the results of tests
to parents.
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Key Concepts In
Psychological Testing

Both Klein in the work previously
cited and David L. Wodrich in Chil-
dren’s Psychological Testing: A Guide for
Nonpsychologists provide an introduc-
tion to the concepts of psychological
testing. The following is a brief survey
of important ideas that parents and
others need to understand in order
to determine the usefulness of psy-
chological testing.

One goal of psychological tests is
to find out how the child performs
compared to other children of the
same age. In order for this compari-
son to be meaningful a valid norm
group must be defined. A norm
group is a large number of children
who are representative of all of the
children in that age group. Such a
group can be obtained by selecting a
group of children that have the char-
acteristics of children across the
United States, that is, a certain per-
centage must be from each gender;
from various ethnic backgrounds
(e.g., white, black, American Indian,
Asian, Spanish-speaking); from each
geographic area (e.g., Southeast,
Midwest and so forth); from an urban,
rural, or suburban area; and from
each socioeconomic class (usually
determined by the father’s occupa-
tion). Not all tests use large, repre-
sentative norm groups. Before mak-
ing assumptions about a child’s
abilities based on test results, it is

necessary to know something about
the group to which the child-is being
compared.

Itis also necessary to know whether
the tests are reliable and valid. A test
is valid if it measures what it claims
to measure. For instance, if the test is
supposed to measure intelligence,
there should be a definition of intelli-
gence. It is reliable if a person who
takes it more than once obtains nearly
the same score each time. Wodrich

describes the scientific methods used
to determine whether or not a test is
valid and reliable. For example, if a
test claims to measure anxiety, a
person’s scores should be higher
under a stressful situation than under
a nonstressful situation.

ﬁ

A child’s response to items can
provide information about his/her
learning style. For example, some
children understand information
better if it is read out loud to them;
others, if they can read for t.hem-
selves. These differences will affect
their test scores and should be noted
by the person administering the test.
Such information can later be used in
designing an educational program
niost suitable to a child’s learning
style.

Before a test is given, the reason
for giving it must be known. There
are many iests available and choosing
the right ones depends upon the
nature of the problem. Thus the
more detail that can be provided
about the child’s behavior and the
possible reasons for it, the bettera
psychologist is able to choose the
appropriate tests to administer.

In summary, Klein and Wodrich
both provide information to help
parents and others to better under-
stand psychological testing. To deter-
mine the usefulness of test informa-
tion, it is necessary to know the
following: (1) How do test results
compare with other information
gained from observation of the child
in natural settings? (2) Who is the
child being compared to? (Did the
test makers use an adequate norm
group?) (3) Does the test measure
what it claims to measure? (Is it valid?)
(4) Would the results be the same if

the test were taken more than once?
(Is it reliable?) (5) Is the person giving
the test well trained and responsive
to the child being tested? (6) Has the
test been given according to standard
procedures? (7) How is the test
scored, and have the results been
interpreted carefully? (8) Has the

Another consideration is the ex-
perience and skill of the person giving
the test. As mentioned earlier, the
examiner needs to be able to make
the child feel comfortable with the
testing situation so he or she can
concentrate on the task at hand. At
the same time the examiner must use
uniform procedures, presenting each
item in the same way to each child.
Without uniform procedures, it
would be impossible to know
whether differences found among
children were due to differences in
their development or to the different
procedures used.

An understanding of how standard-
ized tests are scored is necessary to
making sense of the results. The first
score is the raw score. Raw scores are
usually the number of “correct”
answers. The raw score is then
changed to a derived score, which
shows how the child’s raw score
compares with the raw scores of the
norm group. This comparison can be
provided in several ways: (1) An age
or grade equivalent means that the
child scored the same as other chil-
dren of a particular age or grade
level. For example, a score of 5.3
means that on a particular test the
child scored the same as other chil-
dren in the third month of the fifth
grade. (2) Percentile ranks indicate
what percentage of the norm group
was exceeded by the child. For exam-
ple, a derived score of 35% means
that the child scored better than did
35% (or 35 out of 100 students) in the
norm group. (3) A standard score

shows how far below or above the
average score of the norm group the
child’s score is. A standard score
provides information about where
the child stands in relation to the

norm group. right test been given?
Many psychological tests include a

series of subtests. Analysis of these

subtests can provide more informa-

tion than is available fromn the overall Test Types

derived score. The child’s scores on
the subtest show whether the child
can perform equally well in all areas
tested (e.g., reading, arithmetic) or is
stronger in one area than in another.
Even more detailed information can
be gained by examining the pattern
of answers on each subtest.

The literature reviewed for this
paper focused on four types of tests
- commonly used in assessments of
children with handicapping condi-
tions: infant development scales,
intelligence tests, special abilities
tests, and personality tests.




Iinfant Development
Scales

Because early intervention can
help handicapped children reach
their fullest potential, it is important
that handicapping conditions be
identified as soon as possible. Several
tests have been constructed to com-
pare an infant’s developmental level
with the expected level for his or her
age group. These tests have not been
very successful in predicting how
well the child will function in the
future, but they do id<n.ify children
who are “atrisk.” Infants so identified
can be monitored so that any future
delays in development can be iden-
tified quickly and an intervention
program can be designed, if needed.
In Chapter 3 of his book, Wodrich
reviews some of the more commonly
used infant scales. These include:
® The Brazelton Neonatal Behavioral

Assessment Scale, which tests an in-

fant’s (1) neurological intactness,

(2) interactive behavior (including

motoric control such as putting the

thumb in the mouth and remaining
calm and alert in response to
stimuli such asa bell, a light, and
pinprick), and (3) responsiveness
to the examiner and need for
stimulation.

® The Bayley Scales of Infant Develop-
ment, which test mental abilities
including memory, learning, and
probiem-solving behavior; motor
skills; and social behaviors such as
sodial orientation, fearfulness, and
cooperation.

® The Gesell Developmental Schedules,
which test for fine and gross motor
behavior; language behavior; adap-
tive behavior including eye-hand .,
coordination, imitation, and object
recovery; and personal-social
behavior including reaction to
persons, initiative, independence,
and play response.

® The Denver Developmental Screening
Test, which is used to suggest
problems which should be more
carefully evaluated later. It meas-
ures four areas: personal/social,
fine motor/adaptive, language,
and gross motor skills.

In addition to these tests which are
discussed in detail by Wodrich, Klein
mentions the Cattell Infant Intelligence
Scale, the Kuhlhinann-Binet, and the
Griffiths Mental Development Scale.
Sources forr tests designed to be used
with infants with sp-:citic handi-
capping conditions will be provided
in a later section.

Preschool and Schoo!-
Age Intelligence Tests

Most children who are tested for a
handicapping condition will be given
an intelligence test (IQ test) as part
of the assessment process. Klein
states that in general IQ tests define
intelligence as having two attributes,
the “ability (1) to learn from experi-
ence, and (2) to solve problems”

(p. 22). IQ test scores reflect an inter-
action between a child’s natural
abilities and his or her life experi-
ences. A child’s score may change
over time, especially if the testis
given at a young age. One reason is
that the nature of intelligence changes
asa child matures, with older children
being expected to use abstract reason-
ing not expected of younger children.
Another reason is that such stressful
life experiences as parents getting a
divorce can temporarily make a child
less motivated to learn and thus may
temporarily lower his or her IQ
scores; on the other hand, such posi-
tive life experiences as being placed
in an appropriately challenging edu-
cational program can increase a
child’s scores. However, by age 8
most children’s IQ scores will be
close to those they will have as
adults.

Both Klein (1977) and Wodrich
(1984) review the two most commonly
used IQ tests—the Stanford-Binet and
the Wechsler. Wodrich describes the
tests in detail and gives examples of
test items. Klein provides an easy-to-
understand explanation of how the
tests are scored. For both tests, a
score of 90 to 109 is normal or average,
meaning that half the people taking
the test will score in that range. A
lower score is below average and a
higher one is above average.

The Stanford-Binet can be used with
both preschool and school-age chil-

dren and is usually administered to
children between the ages of 2 and 8.
Examples of what is required include
remembering where an object was
hidden, building a four-block tower
to match an existing tower, explaining
the uses of common objects, and
identifying by name pictured objects.
One disadvantage of the Stanford-
Binet is that it gives only an overall
score, assessing general thinking and
problem-solving ability and does not
provide subtest scores about particu-
lar strengths and weaknesses. Some
items are culture-specific so the test
is best suited for middle-class English-
speaking children. It may not provide
a fair assessment of bilingual or bicul-
tural children. Depending upon the
child’s age, the test requires vision,
eye-hand coordination, hearing and
speech.

The Wechsler has separate forms for
preschool and school-age children.
The preschool form is called the
Wechsler Preschool and Primary Scale of
Intelligence (WPPSI), and the school-
age form is called the Wechsler Intelli-
gence Scale for Children—Revised
(WISC-R). The WISC-R is the test
most likely to be used to assess the
cognitive functioning of school-age
children. It has six verbal and six
perfcrmance subtests. In each case,
five tests are always administered
and the sixth is optional.

Some examples or items similar to
but not exactly the same as WISC-R
items are provided by Wodrich. For
the verbal scales these include the
fellowing: “During what month is
Christmas?” "How.are a river and a
lake alike?” “If four doughnuts cost
60 cents, how much would six
doughnuts cost?” “What is a cow?”
“What are some reasons why we
should not steal?” For the perfor-
mance scales, the child is asked to
identify a missing element in a picture
of a common object (the picture
might show a baby carriage with a
wheel missing), to arrange a series of
scrambled pictures into a logical
story, to reproduce the design of
several blocks, to rearrange pieces of
an object to make a picture, and to
copy symbols associated with specific
marks or numbers. The verbal scales
are read orally to the child, who
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answers orally. The performance
scales require the child to physically
manipulate objects.

Wodrich also describes the McCar-
thy Scales of Children's Abilities, an
intelligence test designed for children
2% to 8 years old. It has a cognitive
index made up of three subtests:
verbal, perceptual/performance
(nonverbal thinking and problein
solving), and quantitative (number
knowledge and reasoning). It also
contains a memory and a motor
index. The perceptual/performance
subtest can be used with preschool
children who are bilingual, bicultural,
or have specific language or visual
problems. The test is preferred to the
Stanford-Binet if a child within the
specific age group is thought to be
learning disabled. It should not be
used with children who are severely
retarded. Other preschool-age tests
mentioned by Klein are the Merrill-
Palmer Scale and the Minnesota Pre-
school Scale.

Problems with

1Q Tests

Both handicapped and minority
children with normal intelligence
may receive below normal scores on
intelligence tests. One reason is that
norm groups often consist entirely of
white middle-class, nonhandicapped
students. Even when minorities and
handicapped students are included
in the norm group, because they are
included in comparatively small
numbers, the children are still primar-
ily being compared to nonhandi-
capped and nonminority children.
Another reason is that many test
items require familiarity with middle-
class values and experiences. Chil-
dren who do not have such experi-
ences may obtain a lower score for
reasons other than their intelligence.
Even items that appear on the surface
to be nonbiased are not necessarily
so. For example, a child who plays
every day with blocks similar to
those used in the Stanford-Binet block-
building task is likely to do better on
the task than a child who has never
played with blocks. Similarily, a child
with normal intelligence who has
eye-hand coorrlination problems will

have trouble with the block-building
task, but for physical rather than
intellectual reasons.

A review of the issues involved in
nondiscriminatory testing is provided
by Chinn and Kamp (1982). They
also describe the System of Multicul-
tural Pluralistic Assessment (SOMPA),
a test baserd on the WISC-R, which
was designed to take into account a
child’s handicapping condition and
sociocultural background and thus
to be nondiscriminatory. Duffey,
Salvia, Tucker, and Ysseldyke (1981)
review the various approaches such
as the SOMPA that havebeen used
to make intelligence testing less
biased and discuss the problems
associated with each. They believe
that the solution lies in abandoning
the use of labels such as mentally
retarded, emotionaily disturbed, and
learning disabled and instead asses-
sing levels of skill development. The
results of a test would then provide
information directly applicable to
designing an appropriate educational
program for the child. To date, how-
ever, attempts to ensure fairness of
testing have consisted of adapting
existing measures and changing
procedures to ensure that accurate
and relevant information is obtained.
For example, the Education for All
Handicapoed Children Act, the
federal law protecting the educational
rights of handicapped children,
requires that more than one proce-
dure be used to determine the child’s
educational program, that the evalu-
ation be made by a multidisciplinary
team including a person knowledge-
able in the area of the suspected
disability, and that the child be assess-
ed in all areas related to the sus-
pected disability. The full require-
ments of the federal law can be ob-
tained by writing the National Infor-
mation Center for Handicapped
Children and Yout' (NICHCY), P.O.
Box 1492, Washington, DC 20013.

Special Abilities Tests

In addition to IQ tests, there are
special abilities tests. Such tests can
provide valuable information prior to
a full-scale evaluation or can add to
information obtained from an IQ
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test. Special abiliiy tests should be
chosen carefully and should never be
used alone as a measure of intelli-
gence. Many are available, not all are
useful. Wodrich describes three such
tests in detail and provides a
summary of several others in
an appendix.
® The Bender Visual Motor Gestalt Test
is used to assess visual perceptual
skills and eye-hand coordination.
The child is given nine geometric
figures, one ata time, and asked to
copy them.
® The Peabody Picture Vocabulary Test
assesses familiarity with vocabu-
lary words without requiring the
child to speak. The child is shown
four pictures at a time and must
point to (or otherwise indicate) the
one that corresponds to the word
the examiner says. Part of the
reason the test was originally de-
signed was to be used with children
who are nonverbal, mentally re-
tarded and/or have cerebral palsy.
® The Detroit Test of Learning Aptitude
measures auditory and visual
memory and concentration.
Klein (1977) briefly describes the
Draw-a-Person or Draw-a-Man test,
the Leiter International Performance
Scale, the Columbia Mental Maturity
Scale, and the Ravens Progressive
Matrices as special abiitics tests that
require fewer communications skills,
and for the most part, less motor
coordination than do the Stanford-
Binet or the Wechsler. These tests do
not, however, provide a complete
picture of the child’s abilities because
they concentrate on specific skills.

Personality Tests

Both Klein (1977) and Wodrich
(1984) review the personality tests
that can be used to help determine a
child’s emotional state. Klein pro-
vides an overview of the reasons that
personality tests are included in the
battery of tests taken by children
with disabilities undergoing assess-
ment. Personality tests provide an
additional dimension to the picture
that emerges from a psychological
assessment. Tests of this kind provide
the child with hypothetical situations
based on real life. The response of
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the child to these situations allows the
psychologist to gather information
about the unique features of the
child’s personality. The results of
personality tests should be consid-
ered in conjunction with the observa-
tions of those familiar with the child
(particularly parents) and the results
of other psychological tests. Gener-
ally there are two types of tests:
objective and projective.

Objective Tests

Objective tests are pencil-and-
paper tests containing several
hundred items designed to determine
the child’s predominant personality
traits or behaviors. Example items
provided by Wodrich are: “I am often
nurvous,” “Most days I feel discour-
aged,” and "I often hit or destroy
things when I am angry.” The child
or the child’s parent indicates
whether or not the statement is true.
The test is scored by grouping to-
gether all of the items measuring a
certain trait such as aggression or
depression and comparing the child’s
score on these groups of items with
the scores of a norm group.

The most well known objective test
is the Minnesota Multiphasic Personality
Inventory (MMPI), which was origi-
nally designed for use witk adults
but can also be used with adolescents.
Separate adolescent norms are avail-
able and must be used in order for
results to be meaningful. The Person-
ality Inventory for Children (PIC) is one
of the few objective tests for younger
children.

Projective Tests

Projective tests provide the child
with a stimulus such as inkblots, a
set of pictures, or incomplete sen-
tences, with the idea that the child’s *
responses will reveal his or her
unique view of the world, including
issues of concern and emotional
needs. Another type of projective
test provides instructions for the
child to draw a picture, again with
the idea that the drawing will reveal
information about the child’s inner
self.

The inkblot test is a series of nebu-
lous shapes. The child’s response to
these shapes has been found to be

related to his or her larger response
to the world. For example, children
who see only the small details in the
inkblot instead of the whole shape
may be overly concerned with small
details in their daiiy lives. The
Rorschach Test was the first inkblot
test and the one still :most commonly
used. The Holtzman Inkblot Technique
is another projective test that may
substitute for the Rorschach.

Picture story tests consist of a
series of pictures of people or animals
in a variety of human situations. The
child is asked to tell a story about
each picture. In interpreting the
results, the psychologist looks for
themes in the child’s response. For
example, a child who is concerned
about the illness of a sibling is likely
to respond to many of the pictures
with a story about illness. The most
common picture story tests are the
Thematic Apperception Test (TAT) and
the Children’s Apperception Test (CAT).
Other picture story tests are the
Michigan Picture Test, the Tasks of
Emotional Development Test, the Blacky
Pictures, and the Make-a-Picture-Story
Test. '

Compietion tests consist of a series
of incomplete sentences or stories,
which the child is asked to complete.
Examples of incomplete sentences
are: “It makes me sad to—,” “There
are times when—,” and “My mother
should—.” One example of a story
completion test is the Rosenzweig
Picture Frustration Study, which pre-
sents a frustrating situation in cartoon
form. The statements of one character
are left blank for the child to fill in.

Drawing tests require the child to
draw pictures. In one such test the
child is asked to draw a person and
then to draw a person of the opposite
sex. In another, the child draws a
whole family; and in still another, a
house, a tree, and a person.

Each of these tests can provide
useful information about a child’s
needs and concerns. Each test, how-
ever, relies heavily upon the inter-
pretations of a psychologist, and
thus requires that he or she be well
trained, experienced, and competent
in using the particular technique.
The tests must be interpreted cau-

tiously and used only in conjunction
with other sources of information
about the child.

Testing and

Specific Handicapping
Conditions

A number of authors discuss issues
involved in testing children with
specific handicapping conditions.
Haring (1982) provides a section on
assessment for each of the handicap-
ping conditions discussed in his
book. Other sources of information
are provided in the following discus-
sion.

Mental Retardation

AnIQ score below 69 indicates
thata child may be mentally retarded.
However, a low IQ score in itself is
not sufficient fora diagnosis. A child's
adaptive behavior must also be mea-
sured. Adaptive behavior refers to a
child’s ability to carry out everyday
living skills such as dressing, eating,
washing, playing, functioning inde-
pendently, and cooperating with
others. Several instruments have
been developed to measure age-ap-
propriate behavior in such skills.
These include the Vineland Social
Maturity Scale, the Americar Associa-
tion on Mental Deficiency’s (AAMD),
Adaptive Behavior Scales, and the Adap-
tive Behavior Inventory for Children.
The first two are described by Wod-
rich (1984, pp. 67-72). Two further
sources of information aboutadaptive
behavior are Mulliien and Buckley
(1983, pp. 53-89) and Sternberg and
Adams (1984, pp. 53-89). Mulliken
and Buckley provide a brief summary
of 30 adaptive behavior instruments.
Sternberg and Adams providea
more extensive review of 14 instru-
ments.

Huberty, Koller, and Ten Brink
(1980) review state definitions of
mental retardation. They discuss the
importance of measuring adaptive
behavior and the need for uniform
standards across states. The issue
of adaptive behavior and non-
discriminatory testing is discussed in
an article by Slate (1983). She reports
the results of a research study that
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compared the use of the Vineland, the
Adaptive Behavior Inventory for Chil-
dren, and the Behavior Rating Profile
with white and black children from
four socioeconomic levels. The Adap-
tive Behavior Inventory for Children was
shown to be the least discriminatory
of the three instruments.

A low overall IQ score and a sow
overal! score on adaptive behavior
are <till not enough evidence to label
a child as mentally retarded. In addi-
tion, the child should show “signifi-
cantly delayed development across
all measured psychometric areas”
(Wodrich, 1984, pp. 73). If the child
is functioning well in one or two
areas, his or her low scores in the
other areas may be because of poor
motivation, a specific learning disa-
bility, or another disability besides
mental retardation. School-age chil-
dren also need to be given an indi-
vidually administered achievement
test. A child who shows an ability to
achieve well academically is not
mentally retarded even if his or her
other test scores are low.

Learning Disabilities
Wodrich (1984) discusses assess-
ment as it relates to learning disabled
preschool (pp. 78-81) and school-age
(pp. 110-119) children. Learning
disabled children have disabilities in
specific areas such as reading, writ-
ing, or arithmetic and because of
these disabilities have lower achieve-
ment records than would be expected
from their overall IQ score. At the
preschool level the children are apt
to have problems in either language
or visual perceptual-motor function-
ing. The WPPS] and the McCarthy are
better IQ tests than the Stanford-Binet
for learning disabled preschool ckil- -
dren because they provide informa-
tion about the particular areas in
which the child is having difficulty.
School-age children should be given
an intelligence measure such as the
WISC-R, which measures overall
ability and at the same time provides
information about specific dis-
abilities. They also must be givenan
individual academic achievement
test to measure whether their achieve-
ment level is lower than expected
based on their IQ score. Further
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sources of information about diag-
nosing learning disabilities are avail-
able in NICHCY's publication News
Digest (June, 1985). For a free copy,
write NICHCY, P.O. Box 1492,
Washington, DC 20613.

Emotional Disturbance,

Mulliken and Buckley (1983, pp.
197-201) and Garwood (1983, pp.
377-385) discuss some of the issues
involved in testing emotionally dis-
turbed children. Both authors point
out that there is a close relationship
between emotional and cognitive
development and that children with
emotional problems often also obtain
Jower than average IQ scores. Mulli-
ken and Buckley state that the
examiner must go to extra lengths to
ensure a calm testing environment,
that several short sessions rather
than one long session may help the
child perform to the best of his or her
ability, and that providing variety in
the situation, for example by some-
times talking softly and sometimes
talking in a louder voice, may lielp
the child stay on task.

Hearing Impairment

By the nature of their disability,
children with hearing impairments
have limited, if any, exposure to
verbal language. Thus, because ver-
bal linguistic skills are such a large
part of intelligence tests, these chil-
dren znay be improperly diagnosed
a. mentally retarded, unless special
care is taken when they are tested.
Lowenbraun and Thompson (1982)
discuss the issues involved in testing
hearing impaired children. They
suggest that the Bayley Scales of Infant
Development, the Uzgiris-Hunt Ordinal
Scales of Psychological Development,
and the Smith-Johnson Nonverbal Per-
formance Scale can be used with pre-
school hearing impaired children.
The WISC-R, in conjunction with the
Hiskey-Nebraska Test of Learning Ap-
titude can be used with school-age
children. Other tests discussed by
the authors are Ravens Progressive
Matrices, the Leiter International Perfor-
mance Scale, and the Nonverbal Test of
Cognitive Skills.

Zieziula (1982) provides a com-
prehensive summary of commonly

used tests, with information about
their appropriateness for use with
hearing impaired people. His sum-
maries include information on relia-
bility, validity, and norms. He also
provides sources for obtaining further
information about the tests. In Ap-
pendix A, Garwood (1983), provides
a brief description of tests that can be
used with preschool hearing impairec
children.

Visual Impairment

DeMott (1982) discusses assess-
ment of visuallv impaired children.
Two considerations in testing these
children are (1) the materials must be
presented in a form the child can use
(large print, braille, or orally) and (2}
items that require visual knowledge
(such as “describe the evening sky”)
must be eliminated or modified.
Modifications are sometimes made to
tests such as the WISC-R. In addition,
tests specifically developed for visu-
ally impaired children are available.
One such testis the Perkins-Binet Tests
of Intelligence for Blind Children. Tests
for use with preschool visually im-
paired children are briefly described
in Garwood's (1983) Appendix A.

Severe Handicaps, Multiple
Handicaps, and
Deaf-Blin.lness

Severely handicapped, multiply
handicapped, and deaf-blind children
present special testing problems.

Few tests have been developed to
meet their special needs. Standard-
ized tests can be adapted for use

with these children but then com-
parisons with the norm group cannot
be made. Mulliken and Buckley
(1983) discuss a procedure called
“testing the limits” where the child is
first tested using standard procedures
and then retested this time with
adaptations being made to helpa
particular child respond to the best of
his or her abilities.

One caution provided by a number
of authors writing on the topic of
testing severely handicapped chil-
dren is that they must not be given
tests designed for nonhandicapped
infants.

Mulliken and Buckley (1983) in-
clude a chapter on assessing multiply




handicapped.and developmentally
disabled children in each of the fol-
lowing areas: cognitive skills,
psychomotor skills, social develop-
ment, emotional disorders, com-
munication, and educational achieve-
ment. At the end of each chapterisa
list of assessment measures with a
brief description of each. Sternberg
and Adams (1982) include a chapter
on assessment of severely and pro-
foundly handicapped children in-
cluding a comprehensive summary
of 14 adaptive behavior instruments
{see the section on mentally retarded
students for a brief description o
adaptive behavior measures). Ben-
nett, Hughes, and Hughes {1979)
discuss the use of three tests with
deaf-blind children: the Deaf-Blind
Program and Ability Screening Test, the
Peabody Intellectual Performance Scale,
and the Callier-Azusa Scale.

Further information about assess-
ment techniques is provided in an
article by Hupp and Donofrio (1983).
They provide a model of assessment
which is tailored to the student’s
instructional programming needs
and emphasizes the importance of
carefully planning the assessment
based on prior observations of the
child and discussions with the par-
ents and teachers. The problem of
adequate training for school psychol-
ogists is discussed in an article by

Irons, Irong, and Maddux (1984).
They suggest that instructional pe
sonnel should be more directly in-
volved in the assessment process of
severely handicapped children.

Communicalion Disorders

Russell (1984) discusses problems
of assessing children with communi-
cation disorders. These vary de-
pending upon the cause and the
severity of tke disorder. However,
tests may need to be selected that
require only a yes-no response, which
can be signaled by the childin a
variety of ways. As mentioned previ-
ously, standardized tests can be
adapted to the needs of a particular
child but such adaptations make
comparisons with the norm group
impossible. Mulliken and Buckley
(1983) provide a chapter on com-
munication disorders, including a
brief discussion of assessment.
Langdon (1983) discusses assessment
of bilingual language disordered stu-
dents.

interpreting
Test Results

Psychological testing can add to
the information obtained about a
child’s ability to function in a variety
of situations. Such information is
valuable only if it is used as a basis

for helpin the ~hild function better
in those areas v «re problems are
found. Wodrich (1984) provides the
following advice for evaluating the
usefulness of test results. The test
“indings should address the referral
question. For example, if the referral
quesiion concerned the child's readi-
ness for kindergarter, the report
describing the findings should an-
swer the question directly, discussing
the child’s abilities to function in
kindergarten based on the findings.
The findings should be interpreted
into a meaningful statement about
the child rather than simply desczibe
the chiid’s test scores. They shov!d
be written clearly so that people not
familiar with the jargon of psycholog-
ical testing can understand them.
The «port should make suggestions
about what actions should be taken
to help the child make any needed
changes. For example, if a child is
found to have a short attention span,
the report might suggest particular
games Or exercises for increasing
concentration. Finally, Wodrich
reminds thc reader that standard
acceptable procedures must be used
in administering psychological tests
and that the limitations € such testing
must be acknowledged. Such tests
can be a useful tool if used as a part
of a total, comprehensive assessment
process.

Copies of most of these documents can be obtained through
your local library. We have also included the publisher’s
address in the event that the publication is not available in

your area.

Bennett, Frank, Hughes, Anita, and Hughes, Howard,
“Assessment Techniques for Deaf-Blind Children.” Excep-
tional Children, V.43, N.4 (January, 1979), pp. 287-289.
(Available from the Council for ExcePtional Children,
1920 Assodation Drive, Reston, VA 22091)

Chinn, Philip C., and Kamp, Susan Hoyt, “Cultural Diversity
and Exceptionality.” In Norris G. Haring, Exceptional
Children and Youth: An Introduction to Special Education (3rd
ed.). Columbus, OH: Charles E. Merrill, 1982. (Available
from Charles E. Merrill Publishing Company, 1300 Alum

C:eek Drive, Columbus, OH 43216)

DeMott, Richard M., “Visual Impairments.” In Noris G.
Haring, Exceptional Children and Youth: An Introduction to
Special Education (3rd ed.). Columbus, OH: Charles E.
Merrill, 1982. (Available from Charles E. Merrill Publishing

" BIBLIOGRAPHY

Duffey, James B., Salvia, John, Tucker, James, and Ysseldyke,
James, “Nonbiased Assessment: A Need for Operational-
ism.” Exceptional Children, V. 47, N. 6 (March, 1981), pp.

427-434. (Available from the Coundil for Exceptional

Children, 1920 Association Drive, Reston, VA 22091)

Garwood, S. Gray, Educating Young Handicapped Children: A
"eveloprental Approach. Rockville, MD: Aspen Systems
Corporation, 1983. (Available from Aspen Systems Cor-

poration, 1600 Research Boulevard, Rockville, MD 20850)

43216)

F.iring, Norris G., Exceptional Children and Youth: An Intro-
duction to Special Education (3rd ed.). Columbus, OH:
Charles E. Merill, 1982. (Available from Charles E. Merrill
Publishing Co., 1300 Alum Creek Drive, Columbus, OH

Huberty, Thomas J., Koller, James R., and Ten Brink, Terry

Company, 1300 Alum Creek Drive, Columbus, OH 43216)

D., “Adaptive Behavior in the Definition of Mental Retar-
dation.” Exceptional Children, V. 46, N. 4 (January, 1?80),
Pp- 256-261. (Available from the Coundil for Exceptional
Children, 1920 Association Drive, Reston, VA 22091)

1 2 — U.S. GOVERNMENT PRINTING OFFICE : 1985 O - 483-237
&




Hupp, Susan C., and Donofrio, Maria N., “Assessment of
Multiply and Severely Handicapped Learners for the
Development of Cross-Referenced Objectives.” Journal of
the Association for the Severely Handicapped, V. 8, N. 3 (Fall,
1983), pp. 17-23. (Available from The Association for the

ggvegc)ely Handicapped, 7000 Roosevelt Way, Seattle, WA
11

Irons, Donna, Irons, Tom, and Maddux, Cleborne, “A Survey
of Perceived Competence among Psychologists Who
Evaluate Students with Severe Handicaps.” Journal of the
Association for the Severely Handicapped, V. 9, No. 1 (Spring,
1984), pp. 55-60. (Available from The Association for the
Severely Handicapped, 7000 Roosevelt Way, Seattle, WA
98115)

Klein, Stanley, D., Psychological Testing of Children: A Con-
sumer's Guide. Boston, MA: Exceptiona! Parent Press,
1977. (Available from Exceptional Parent Press, 605 Com-
monweaith Avenue, Beston, MA 02215)

Langdon, Henriette W., ”Assessment and Intervention
Strategies for the Bilingual Language Disordered Student.”
Exceptional Children, V. 50, N. 1 (September, 1983), pp. 37-
46. (Available from Council for Exceptional Children,

1920 Association Drive, Reston, VA 22091)

Lowenbraun, Sheila, and Thompson, Marie D., “Hearing
Impaii.nents.” In Norris G. Haring, Exceptional Children
and Youth: An Introduction to Special Education (3rd ed.).
Columbus, OH: Charles E. Merrill, 1982. (Available from
Charles E. Merrill Publishing Company, 1300 Alum Creek
Drive, Columbus, OH 43216)

Mulliken, Ruth K., and Buckley, John J., Assessment of Multi-
handicapped and Developmentally Delayed Children. Rockville,
MD: Aspen Systems Corporation, 1983. (Available from

Aspen Systems Corporation, 1600 Research Boulevard,
Rockville, MD 20805)

National Information Center for
Handicapped Children and Youth
Box 1492

Washington, D.C. 20013

“The Role of Parents in the Assessment Process.” Exceptional
Parent, V. 13, N. 1 (February, 1983), pp. 49-54. (Available
from Exceptional Parent Press, 605 Commonwealth
Avenue, Boston, MA 02215)

Russell, Mark, ”Assessment and Intervention Issues with
the Nonspeaking Child.” Exceptional Children, V. 51, N. 1
(September, 1984), pp. 64-71. (Available from the Council
for Exceptional Children, 1920 Association Drive, Reston,
VA 22091)

Slate, Neldea M., “Nonbiased Assessment of Adaptive
Behavior: A Comparison of Three Instruments.” Excep-
tional Children, V. 50, N. 1 (September, 1983), pp. 67-70.
(Available from the Council for Exceptional Children,
1920 Association Drive, Reston, VA 22091)

Sternberg, Les, and Adams, Gary L., Educating Severely and
Profoundly Handicapped Students. Rockville, MD: Aspen
Systems Corporation, 1982. (Available from Aspen Sys-
tems Corporation, 1600 Research Boulevard, Rockville,
MD 20805) ]

Wodrich, David L., Children’s Psychological Testing: A Guide
for Nonpsychologists. Baltimore, MD: Paul H. Brookes,
1984. (Available from Paul H. Brookes Publishing Com-
pany, PO Box 10624, Baltimore, MD 21204)

Zieziula, Frank R. (Ed.), Assessment of Hearing Impaired People:

A Guide for Selecting Psychological, Educational, and Vocational

Tests. Washington. DC: Gallaudet College Press, 1982.

(Available from Gallaudet College Press, Kendall Green,

Wasaington, DC 20002)

BULK RATE

U.S. Postage
Arlington, VA
Permit No. 586

Address Correcton Requested




Chiidren with
Handicaps, Parent
and Famlily issues:
A Gulde to Readings

The birth of a child with a handicap
or the discovery that a child hasa
disability can have profound effects
on afamily. On a regular basis, the
National Information Center for
Handicapped Children and Youth
responds to letters from parents
askirg for advice on dealing with the
pressures involved in raising a child
with a handicap. The purpose of this
issue of the News Digest.is to give
parents and the professionals who
work with them a guide to literature
that will be helpful in understanding
the probiems and developing solu-
tions.

When parents find out that their
child is handicapped, they begin a
process of adjustment. For each
family the experience is both unique
and shared. How they react depends
upon their own unique makeup; the
attitudes and behaviors of family
members, friends, and the larger
society; and the child himself. How-
ever, certain feelings and reactions
kave been found to be shared by
mozt parents as thay learn to accept
their handicapped child. These have
been written about by both parents
themselves and by researchers. -

Initial reactions are similar to the
reactions a person has with other
traumatic events. The parents’ reac-
tion to having a child with a handicap
is in part the product of earlier ex-
periences. Several articles state that
during pregnancy parents imagine
their ideal child and when they learn
that their child is handicapped, they
must grieve over the loss of the imag-
ined child before they can become
attached to the real child. Bristor
(1984) is one source of information
about this idea.

Many authors have described the
rogression of feelings experienced
y parents upon learning that their

child is handicapped. Parents’ initial
reactions are often shock, disbelief,
disorganization, and confusion,
which may be accompanied by phys-
ical symptoms such as numbness,
nausea, headaches, and fainting.
This acute state of anxiety and stress
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is usually brief and is followed by a
period of denial, where parents may
not hear what is being said to them
or may distort what they hear. During
this period they may alternate be-
tween hope and despair or may avoid
feelings altogether. A common reac-
tion is to believe that the problem
will simply disappear or that a magi-
cal cure will take place.

As parents begin to accept the
reality of the situation, they often feel
intense anger which may be directed
toward self, spouse, medical person-
nel, God, and others; a need to find
someone to blame; guilt about having
such angry feelings and guilt about
past actions that may have harmed
the child. Other feelings include a
sense of helplessness, self-pity, self-
doubt, sadness, loneliness, a loss of
interpersonal warmth, and fatigue.

These feelings were written about
by Smith (1984) from the perspective
of a parent who has experienced
them herself and who has talked
with many other parents who have
described their own feelings.
Dougan, Isbell, and Vyas (1979) also
write as parents about their own
experiences and feelings. They write
short vignettes about a variety of
topics, including the shock and grief
they felt when they first found out
that their child was handicapped.

Articles for family therapists de-

scribing from a research point of
vie-- many of the same feelings de-
s¢  din the articles by parents

w  -overed by Fortier and Wanlass
(190 and Bristor (1984). They discuss
the s.ages that families go through in
adjusting to having a handicapped
child. Fortier and Wanlass describe
five stages from impact to closure;
Bristor describes six stages from
initial awareness to transcending the
loss. )

Several articles discuss chronic
sorrow and periodic reoccurrences of
intense feelings of loss. Shafer (1983)
describes initial feelings of grief and
says that these feelings tend to re-
occur when the child reaches de-
velopmental milestones, such as the
time for walking, entry into a special
school, and the 21st birthday. This
view also is expressed by Hamilton
(1977), the mother of a retarded child
who writes about feelings of anger,
guilt, and shame.

These feelings can be intense and
overwhelming and it is important for
parents to know that they are normal
and acceptable. They need to be able
to express their feelings to someone
who understands what they are
going through. This can be accom-
plished by talking to another parent
of a handicapped child, by joining a
group of parents who have had simi-
lar experiences or by talking with a
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Parents of handicapped children not only

need emotional support but they also need :
information. They need to know about their
child’s handicapping condition, about what
services are available, and about what they can
do to help their child develop to the fullest extent

of his or her capabilities.

professional counselor who under-
stands the nature of the loss the
raronts are experiencing. For infor-
mation about parent groups in local
areas, write the National Information
Ceuter for Handicapped Children
and Youth (NICHCY), PO Box 1492,
Washington, DC 20013.

Some guidelines for therapists
working to help parents during the
grieving process are provided by
Fortier and Wanlass (1984) and Bristor
(1984). Smith describes 20 construc-
tive actions parents can take to help
themselves during the adjustment
process. In addition to joining a
parent group, these include talking
with mates and other significant
persons, taking one day at a time,
seeking information, keeping daily
routines as normal as possible, and
loving and enjoying their child.

Finding Information
and Services

Parents of handicapped children
not only need emotional support but
they also need information. They
need to know about their child’s ~
handicapping condition, about what
services are available, and about
what they can do to help their child
develop to the fullest extent of his or
her capabilities. This information is
sometimes difficult to obtain.

Some parents have difficulty in
obtaining a diagnosis. McGlynn
(n.d.) describes her six-year struggle
to find an accurate diagnosis of her
scn’s rare condition, which caused
him to scream in terror every night.
Based on her experiences, she makes

suggestions to help other parents
faced with similar problems. She
suggests that parents keep accurate
records that may provide a clue to
the problem, use the library to re-
search the problem, and find a
specialist who takes them seriously
and will work with them until a
solution is found. She also suggests
that the parents talk to everybody—-
not only to doctors, nurses, pharma-
cists, and teachers, but also to other
parents, friends, neighbors, and
people at work. Somebody may
know somebody who can help. Par-
ents should also evaluate information
based on their own knowledge of the
child. And finally, they should not
give up until they have the informa-
tion they need.

Additional information about the
difficulties parents may encounter in
their interactions with medical pro-
fessionals is provided by Duffy,
McGlynn, Mariska, and Murphy
(n.d.). These authors, who are them-
selves parents of handicapped chil-
dren, write about their good experi-
ences as well as their bad ones.

Information on parents’ legal rights
and on some steps they can take to
ensure that their children receive
appropriate educational services are
found in Dougan et al. (1979). Duffy et
al. (n.d.) also discuss steps parents
can take to obtain new services or to
improve existing services. These
include getting to know those in
power and understanding their point
of view, finding out what has been
done in the past, obtaining the sup-
port of other community organiza-
tions, consolidating positive support,

using a reasoned approach, under-
taking a public information campaign
with the help of local media, and
continuing efforts even after success
has been achieved.

Stress and
Family Adjustment

Adjusting to the birth of a handi- .
capped child can create stress within
the family. As previously discussed,
the parents must deal with the grief
they feel over the loss of the imagined
child. Parents’ individual feelings of
loss can interfere with their ability to
provide support to each other, creat-
ing stress within the marriage. Cop-
ing with uncertainty about the child’s
development is another source of
stress. Even when the diagnosis is
clear, there are still many unknowns
such as how the child will respond to
treatment, how friends and relatives
will react, and what types of pro-
grams will be available immediately
and in the future. Financial worries,
the reality of caring for the child, and
difficulties in finding appropriate
services can also create stress.

The research literature on stress
reactions in families with handi-
capped children has been reviewed
by Crnic, Friedrich, and Greenberg
(1983) and Sherman and Cocozza
(1984), who find contradictory re-
sults. For example, some studies
have found that family relationships
deteriorate and others have found
that they are strengthened by having
a handicapped member. Both sets of
authors conclude that the different
findings are partly because of prob-
lems in research methodology and
partly because of differences in family
situations. Both provide evidence
that social and community supports
can reduce the stress experienced by
families. Such supports include fam-
ily members and friends who like the
child and assumne some of the care-
taking responsibilities; positive com-
munity attitudes about handicapped
persons; the availability of services
such as parent support groups, res-
pite care, and appropriate educa-
tional programs; and referral services
that help match parents with needed
services immediately following the
diagnosis.
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Family coping resources also influ-
ence how families react to stress
according to Crnic et al. Such re-
sources include energy/health/
morale, problem-solving skills, sup-
portive relationships, financial re-
sources, religious beliefs, and feelings
of self-efficacy.

Personal examples of how the
support of family,.friends, service

roviders, and community can help

families make a positive adjustment
to living with their handicapped
child and establish a normalized
routine can be found in Dougan et al.
(1979) and Duffy et al. (n.d.). .

Examples of how a family therapist
can provide support during times of
stress are given in the Family Life
section of Exceptional Parent. A
therapy session is described in the
February 1982 issue in which the
parents and maternal grandparents
of Jill, an infant with cerebral palsy,
discuss the problems they have had
in communicating with each other
since Jill's birth. The grandparents
want to help find a program for Jill
but their efforts are seen as interfer-
ence by the parents, who are feeling
isolated from each other and over-

‘whelmed by the responsibilities of

caring for a handicapped child.

In another session described in the
August 1982 issue, the parents of
two boys--John, a 20-year-old who
has cerebral palsy and Jerry, a tenth-
grade student who is not handi-
capped, talk with a therapist about
their problems in helping Jerry choose
the right school program. In a sepa-
rate session Jerry discusse. his prob-
lems with his parents, with having a
handicapped older brother, and with
school.

In the April 1984 issue, a divorced
mother talks about hew difficult itis
for ner to raise Billy, her learning
disabled son and how she would like
more support from Billy’s father. In a
separate session, Billy’s father dis-
cusses his own problems in being a
part-time parent.

In all three of these cases, the
family therapist was able to help the
family members understand and
accept their own confusing feelings,
to communicate better with each
other, and to take some concrete’
actions to reduce family stress.

A growing awareness that the adjustment to the
special needs of a handicapped child influences
all family members has resulted in literature and

programs being developed especially for fathers,

siblings, and grandparents.

The impact of having a handi-
capped child on the family system is
discussed by Perske (1981). He says
that although some families grow
closer as a result of their handi-
capped child, others do not. Some
families blame their handicapped
member for all the problems they
have and play games such as “he-
broke-us-up,” “he’s-our-master,”
and “it’s-all-his-fault.” The author
also discusses some of the good and
bad aspects of being the sibling of a
handicapped child.

A growing awareness that the
adjustment to the special needs of a
handicapped child influences all
family members has resulted in liter-
ature and programs being developed
especially for fathers, siblings, and
grandparents. In a study of fathers’
involvement in early childhood edu-
cation programs, Markowitz (1984)
conducted telephone interviews with
the directors of 15 early education
programs. She found that fathers
participate in program activities
when special efforts are made to
include them. These include schedul-
ing meetings to accommodate their
work schedules, contacting them
personally, including topics of par-
ticular interest to them, and having
male staff members. She also found
that the fathers’ involvement in
program activities resulted in positive
changes within the family.

One program for fathers described
by Markowitz is also described in
greater detail by Vadasy (1982). This
program consists of two-hour Satur-
day sessions for fathers and their
young handicapped children. The
fathers have an opportunity to dis-
cuss common parenting issues, to
hear guest speakers, and to learn
games and activities that they can

carry out with their children. The
curriculum was developed by the
University of Washington’s Support-
ing Extended Family Members
(SEFAM) program and is available to
other groups that are starting a pro-
gram for fathers. SEFAM is also
developing programs for siblings and
grandparents.

Extensive information about how
parents and professionals can help
the siblings of handicapped children
is provided by Powell and Ogie
(1985). They review the research
literature on the sibling relationship;
describe scme of the special needs
and concerns of siblings; describe
strategies parents can use to provide
information and emotional support
to siblings; discuss the use of coun-
seling; provide strategies for en-
couraging social interaction; and
discuss siblings as teachers, atschool,
and as adults. They also include a list
of books that can help children and
young adults adjust to having a
handicapped brother or sister. A
second list gives the names, ad-
dresses, and telephone numbers of
organizations that provide support to
parents and siblings of handicapped
children.

One such organization is the
Sibling Information Netw >rk, which
publishes a newslette: and serves as
a “clearinghouse of inforniation,
ideas, projects, literature, and re-
search regarding siblings and other
issues related to the needs of families
with handicapped members.” In
addition to disseminating informa-
tion, the network provides a way for
members with similar interests to
contact each other. Another such
organization is Siblings for Significant
Change. It is a sibling membership
organization that disseminates infor-
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possible as an adult.

Part of the adjustment process in having a
handicapped child is preparing for the future.
Depending upon the nature of the child’s handicap,
special training may be needed so that he or

she will be able to function as independently as

¢

mation, conducts conferences and
workshops, and promotes greater
public awareness of the needs of
handicapped persons and their
families.

Help for grandparents is available
in the form of a newsletter published
by the King County (Seattle, Wash-
ington) Association for Retarded Citi-
zens. The newsletter, called Especially
Grandparents contains articles on
topics of concern to grandparents
and is designed to help them cope
with the special challenges they face.

Preparing for
the Future

Part of the adjustment process in
having a handicapped child is pre-
paring for the future. Depending
upon the nature of the child’s handi-
cap, special training may be needed
so that he or she will be able to func-
tion as independently as possible as
an adult. Moon and Beale (1984)
outline some steps parents can take
at the elementary, middle, and high
school levels to ensure that their
children learn the skills they will
need to obtain employment after
they have completed school. These”
inciude teaching the child to meet his
or her own personal care needs and
to perform household chores; pro-
viding him or her the opportunity to
interact with a wide range of people
in all kinds of settings to encourage
the development of appropriate
social skills; creating cpportunities
for the young child to learn about
workers and what they do; and help-
ing the older child find work after
school, on weekends, and in the
summer. In addition, Moon and

Beale discuss the parents’ role in
working with the schools and the
local rehabilitation agency to ensure
that their child’s educational program
includes appropriate job training and
to plan for his or her future employ-
ment.

Several publications discuss future
employment opportunities for handi-
capped children. Smith-Davis (1983)
provides an overview of the employ-
ment situation for handicapped
youth. She discusses employment
trends, the need for interagency
collaboration, the role of business
and industry in expanding oppor-
tunities for handicapped workers,
the implications of the Job Partner-
ship Training Act passed by Congress
in 1982, adaptations colleges are
making to accommodate handi-
capped students, and career paths
in the arts.

Some approaches that have been
developed to provide employment
opportunities for severely handi-
capped persons are reviewed in the
National Information Center for
Handicapped Children and Youth’s
(NICHCY) January 1984 newsletter
and in HEATH Resource Center’s
March 1985 fact sheet.

NICHCY's newsletter describes
suitable methods for training severely
handicapped persons to function
successfully at work and reproduces
a checklist of work skills developed
by Egan, Fredericks, Hendrickson,
Peterson, and Moore (1983). The list
can be used to help determine the

skills a handicapped person already
has and those he or she still must
develop in order to enter and reinain
in the competitive work force. The
newsletter aiso describes several

programs across the country de- {

signed to train and provide support
to severely handicapped workers
and to encourage businesses to hire

such wor«<ers.
Other models of suppgrted grend—
loyment pro s are described in -
&eymHEATII-)I Rmces Center’s fact [
sheet. The fact sheet also provides [

information about postsecondary
education, recreational, and residen-
tial programs for severely handi-
capped persons over the age of 21.
The names and addresses of organi-
zations that either provide programs
themselves or disseminate informa-
tion about available opportunities are
included.

Although employment oppor-

tunities are increasing for handicap-

ped persons, many will need some

type of continued support through-

out their lives. They may need both
financial support and a legal guardian

to protect their interests. Parents

need to plan how this support will be
provided after they die. Two sources

of information on such planning are
Hermanson (1984) and Appolloni

and Cooke (1984). Hermanson pro- /
vides a brief review of the steps par-
ents should take in planning their
estate. These include finding a lawyer
who is experiencec and knowledge-
able in planning for w.2 future needs
of handicapped children, evaluating
the child’s needs and deciding what
kind of care should be provided,
determining what funds will be
needed, and planning how the funds
will be transferred to the child. Ap-
poiloni and Cooke provide a com-
prehensive discussion of guardian-
ship and estate planning. Among the
tonics discussed in their book are:

o A trend for the government to
cut back on human services pro-
grams, resulting in the need for
improved strategies on the part of
parents and advocates to provide for
the future needs of handicapped
persons.

e Legal considerations in appoint-
ing a guardian.

¢ Options for living arrangements
such as shared living arrangements
or institutional placement, group
homes, foster families, and options
for persons to serve as guardians
such as siblings, friends, legal ad-
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visors, bankers, and public or private
agencies.

@ Methods for writing wills that
will provide for the care of the handi-
capped person and safeguard his or
her entitlement to government bene-
fits. :

® Considerations in determining
whether or not a particular handi-
capped person needs a guardian
and, if so, whether a full or limited
guardian is needed. This discussion
includes alist of the types of decisions
a person needs to be able to make in
daily life and methods for determin-
ing whether or not help is needed in
each of the areas.

® Recent developments in guard-
ianship models, including an explana-
tion of public and corporate guard-
ianchip and a description of several
existing programs. The programs
described include public programs
developed in California and in
Alberta, Canada, and several private
pro. The Foundation for the
Handicapped in the state of
Washington; the Guardianship,
Advocacy, and Protective Services
program in Oregon; the Oakdale
Guardianship Program it Michigan;
and Crossroad Services Program in
Iowa. Each program is different but
each helps parents plan for the future
care of their handicapped child and
acts as a replacement parent after

As parents plan for the practical aspects of caring
for their handicapped child in the future, they
should also consider the emotional aspects.

they have died. Some services include
assisting the handicapped personin
such areas as obtaining government
benefits, maintaining suitable living
arrangements, making purchases,
entering into contracts, and obtaining
appropriate educational services;
managing trusts; monitoring pro-

s; and advocating for the rights
of the handicapped person.

As parents plan for the practical
aspects of caring for their han-i-
capped child in the future, they
should also consider the emotional
aspects. Dougan et al. describe their
feelings as they watch their handi-
capped children become adults,
obtain jobs, and move away from
home. Konanc and Warren (1984)
discuss the problems families may
have at the time their handicapped
child graduates from high school.
They describe therapy sessions for

three families and provide guidelines
for family therapists working with
families during this transitional
period.

In this issue of the News Digest, we
have reviewed recent literature to
present current thinking in three
problem areas for parents of children
with handicaps. We have cited tips
for parents as they seek information
and services, have explored patterns
of stress families often face, and have
looked at options for parents as they
plan for their child’s future. While
we realize that each family’s situation
is different, we hope both parents
and professionals will use this issue
as a data source from which they can
draw current information which can
be applied to a family’s own special
needs in caring for their child with a
handicap.

Copies of most of these documents can be obtained through
your local library. We have included the publisher’s address
in the event that the publication is not available in your area.

Appolloni, Tony, and Cooke, Thomas P., A New Look at
Guardianship: Protective Services that Support Personalized
Living. Baltimore, MD: Paul H. Brookes Publishing Co.,
1984. (Available from Paul H. Brookes Publishing Co., PO

Box 10624, Baltimore, MD 21204)
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Wholistic Model for Grieving.” Family Relations, V 83, N 1
(January 1984), pp. 25-32. (Available from the National
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Crmic, Keith A., Friedrich, William N., and Greenberg, Mark
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INFORMATION RESOURCES .

' For further information on sibling networks contact: Fer further information on the SEFAM Project write:

The Sibling Information Network Don Meyer

249 Glenbrook Road, Box U-64 SEFAM

Department of Educational Psychology Experimental Education Unit

The University of Connecticut WJ-10

Storrs, CT 06268 IC]hﬂd ngelt;pmer;‘ti and Mental Retardation Center

Giblings for Significant Change niversity of Washington

l(l)shEnait 22nd Street Seattle, WA 98195

New York, NY 10017 (206) 543-4011

(212) 420-0430

For information on how you can obtain a free
subscription to Especially Grandparents write or
call (206) 622-9292.

Especially Grandparents
King County ARC
2230 Eighth Avenue
Seattle, WA 98121
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APPENDIX E
TOLL FREE NUMBERS

SOURCES OF HELP AND INFORMATION ]

LIST OF AVAILABLE INFORMATION




____f________________———————;?:
TOLL FREE NUMBERS CONTINUED. . .

Abuse/Neglect Hotline (800) 652-1999
American Cancer Society (800) 642-8116
American Heart Association (800) 642-8400
Arthritis Foundation (800) 642-5292
Contact Inc. (800) 228-3225
Diabetes - American Association State Chapter (800) 642-1267
Epilepsy Information Line (800) 542-7054
Feld Prescripticn Service (800) 642-1455
Hearing Helpline (800) 424-8576

- HEATH Resource Center (800) 54-HEATH
Hotline for the Handicapped ' (800) 742-7594

[ Insurance Hotline (800) 423-8000
International Shriners Headquarters (800) 237-5055

Job Accommodation Network (800) 526~7234

Job Opportunities for the Blind (800) 638-7518
Lawyer Referral Program (800) 742-3005
Lezal Aid Society - Norfolk (800) 672~8319
Legal Aid Society - Omahz (8G0) 642-8223
Legal Service Office ~ Beatrice (800) 742-7389
Legal Service Office - Scoeﬁibluff (800) 682-5113
Legal Service Office - North Platte (800) 662~2907
Legal Service Office - Grand Island (800) 742-7456
Legal Service Office - Lincoln (800) 742-7555
Library for the Blind & Physically Handicapped - North Platte (800) 742-7691
Library for the Blind & Physically Handicapped - Lincoln (800) 742-7691
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TOLL FREE NUMBERS CONTINUED . . .

National Center for Stuttering
National Crisis for the Deaf
National Down's Syndrome
National Easter Seal Society
National Kidney Foundation
Nebraska ChildFind

Nebraska Diagnostic Resource Center
Nebraska Special Olympics
Parent Assistance Line

Social Security Hotline

Spina Bifida Hotline

Spinal Hotline

Sudden Infant Death Syndrome

Task Force on Education for the Handicapped

(800)
(800)
(800)
(800)
(800)
(800)
(800)
(800)
(800)
(800)
(800)
(800)
(800)
(800)

221-2483
446-9876
221-4602
221-6827
642~-1255
742-7594
652-0033
247-0105
642-9909
642~8310
621-3141
526-3456
742-7844

332-4433




National Information Center
for Handicapped Chiidren and Youth

PO BOX 1492
WASHINGTON. D.C. 20013

SOURCES OF HELP AND INFORMATION

There are a number of sources for more information on handicaps and related

iSSu_QS.

This section describes some of the things you can have sent to you.

D!SABLED USA

President's Committee on Employment
of the Handicapped

Washington, D.C. 20210.

(Published Monthly)

Reports progress in opportunities for
people with disabillties and
developments in rehabilitation and

employment .
THE INOEPENDENT

Center for Independant Living,
2539 Telegraph Avenue
Berkeley, CA 94704

(Published quarterly)

Articles abcut disabilities and up~-to=
date information on independent living.

REPORT

The National Center for a Barrier
Free Environment

1015 15th Street, N.W. Suite 700

Washington, DC 20008

{Published bi-monthiy) -

News about legisiation related to
accessibility, news briefs and summaries
of articles and books mainly concerned
with barriers.

SIBLING INFORMATION NETWORK NEWSLETTER

Depzrtment of Educational Psychology
Box U-64

University of Connecticut

Storrs, CT 06268

E~4

Research and literature reviews,
meetings, family reiationship
information of interest to siblings of
youth with handicays.

THE EXCEPTIONAL PARENT

The Exceptional Parent

295 Boylston Street

3rd Floor

Boston, MA 02116

(Published eight times yearly)

Emphasis on education, diagnosis),
ai‘titudes, care; covering al! handicaps,
it is directes toward parents.

THE GREEN SOURCE BOOK —= NATIONAL
DIRECTORY OF PROOUCTS AND SERVICES FOR
THE DISABLED (Formerly «ntitled GREEN
PAGES)

Source Book Publications
P.0. Box 1586

Winter Park, FL 32789
{Published annually)

Annyal Directory of products and
services. Subscription includes an
occasiond! newsletter, "Green Papers,"
with legislative infarmation and ‘stories
about people with handicaps.

UPFRONT

Mafex Associates, Inc.

90 Cherry Stieet, Box 519
Johnstown, PA 15907
(Published 11 times a year)

A newspaper for and about physically ang
mentally disabled people.

-
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INFORMATION ABOUT HANDICAPPING CONDITIONS

Writ: to these agencies for information sbout all handicapping conditions.
Spucify exactly what you are interested in. Organizations dealing with specific
handicapping cor Sitions are listed on individual fact sheets,

American Civil Liberties Union
132 West 43rd Street
Nev: York, NY 10036

American Genetics Association
818 18th Street, NW
waghingi.n, DC 20036

Council for Exceptional Children
1920 Association Drive
Reston, VA 22051

Developmental Disabilitites Office

U.S. Department of Health and Human
Services

200 independence Avenue, SW

Room 338E

Washington, DC 20201

Auman Resources Center
.U, Willets Road
Albertson, NY 11507

Library of Congress

Division for Blind and Physically
Handicapped

1291 Taylor Street, NW

Washington, 0C 20542

National Easter Seal Society
2023 West Ogden Avenue
Chicago, IL 60612

National Rehadititation Association
633 South Washington Street
Alcxandria, VA 22314

Office for Handicapped Individuals

U.S. Department of Health and Human
Services

200 independence Avenue, SW

Washington, DC 20201

Of?ice of Rehabilitation Services
U.S. Department of Education
Switzer Building

330 "C" Street, SW

Washington, DC 20202

President's Committee on Employment
O the Handicapped
Washingten, 0C 20010

President's Cannlttoo on Mental
Retardation

Washingion, OC 20201

Special Educstion Programs

U. S. Department of Education
Switzer Building

330 "C™ Street, SW
Washington, DC 20202

TNsntwiuur-nldankn.dhvliuAnutn!hnoudnAr
pursuant 19 contract 300-82-0247 with Speciel Educe-
un?unnm-dinwu&anﬂnuudﬁ‘xlhmﬂucuﬁnnd
1his publication do not necessarlly reflect the views or policies of e
Departmant of Educstion, for doss mention of red.: names, cor
mercial products ar organiuations imply andorsr nett by the U.S,
Government,

This iformation is In he public domain uniess oherwise ind-
cated. Readers are encoursged 10 copy and share &, but pissse
credit he National irformation Center for HandiCapped

and Youl,
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National Information Center
for Handicapped Chiidren and Youth

STATE SHEETS

Availadle for each state and territory and the District of Columpia, the
State Sheets provide names and addresses of public agengies and other
groups who are concerned with handicapped children and youth. Each

State Sheet is also accompanied by a Public Agencies sheet that descrites
the purposes and activities of each agency or organization. Updated yearly.

GENERAL INFORMATION

Sources of help and information that pravide general information
about handicapping conditions and relazed issues, this list
includes organizations and publications of special interest.

FACT SHEETS ON HANO!CAPS

Each sheet contains a description of the handicapping condition, statistics
on prevalence, educational implications and references and rescurces for
further information. Currently the following topics are availaole:

Autism ) Mental Retardation

Cerebral Palsy Physical Disabilities and Scesial
Deafness and Hearing Impairments Health Problems

fown's Syndrome Severe Handicaps

Emotional Disturbances Speech and Language Impairments
Epilepsy Spina Bifida

Learning Disabilicies Visual Impairments

Legal Oefinitions of Handicapping
Conditions

LESAL ! AFORMATION

An information package that contains fact sheets on the rights of children
with handicaps, primarily related to education. Basic information includes
the topics of assessment, due process, individualized educational programs,
the special concerns of minority children with-handicaps, resources for
legal advice and support, and a lfisting of regional offices of the 0¢fice
of Civil Rights.

PARENT INFORMAT WON

An information nacket that contains iaformation on direct services for
children, advocacy and parant suppor? groups, and accesting a child's
handicap.

TEACHER/PARENT INFORMATION

An information packet that includes topics of implications for teachirg
children with specific handicaps, attitudes and expeciations, team
teaching, thc teacher/parent relationship, classroom management, and
sources of teaching materials and further information.

STUDENT 1 NFORMATICN

An information packet that includes brief descriptions of careers
serving children and youth with handicacs through soecial education
and related services, locations of personnel preparation programs,
and cources of financial aid. 1

h - : P X ) E-6 3 C
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APPENDIX F

PAMPHLETS RELATED TO SCHOOL REFERRAL PROCESS

HANDICAPPED CHILDREN: THEIR RIGHT TO AN EDUCATION
EDUCATION FOR HANDICAPPED CHILDREN

GUIDE TO YOUR CHILD'S DEVELOPMENTAL ASSESSMENT

PAMPHLETS RELATED TO COMPREHENSIVE CASE COORDINATION
NEBRASKA DEPARTMENT OF SOCIAL SERVICES

Genera! Information

Emergency Assistance
Aid to Dependent Children
Disabled Persons and Family Support
WE ARE LOOKING FOR SPECIAL CHILDREN - NEBRASKA CHILDFIND
DIRECTORY OF RECREATION PROGRAMS FOR PEOPLE WITH DEVELOPMENTAL DISABILITIES

NATIONAL INFORMATION CENTER FOR HANDCIAPPED CHILDREN AND YOUTH
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EDUCATION FOR

CHILDREN
THEIR
RIGHTS
Table of Contents Page
Eligibility .....ccovvvviiiiinia... 4
Individualized Education Plan...... 6
Placement.......oovvvevieeennnnees. 7
Records ....oovvvvvvvviiinann, 11
Complaints and Due Process ...... 13
References ........coovvvvvennnn.. 16

Some of the most common questions asked
by parents and guardians of handicapped
students are included at the end of each
section of the pamphlet. :
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GLOSSARY

Special education programs shall include,
but not be restricted to. the development of
self-realization. social awareness, economic
usefulness, and civic responsibility.

Special education shali mean educational
experiences and services through the use of
special facilities and special adaptive
classrooms, or either of the same to provide
special instruction or the supportive services
necessary to diagnose, place and maintain
handicapped children in appropriate
programs.

Special facilities and special adaptive
classrooms shall mean those rooms within
school buildings which meet the learning
needs of handicapped children.

Supportive services shall mean all
resources available to the individual to help
meet appropriate educational goals and
objectives, and shall include auxiliary and
resource personnel and materiel and facility
resources.

Related services shall mean only services
required to assist a hand, pped child to
benefit from special education.

Auxiliary and resource personnel shall
mean those persons who have full or part-
time employment as licensed or certificated
resource teachers; speech,language
pathologists; hearing clinicians or
audiologists; professional diagnostic
personnel; supervisory and administ ative

ersonnel; special reader personnel;

raillists, and orientation and mobility
specialists for the visually handicapped;
pI})1ysical and occupational therapists;
vocational adjustment and work-study
coordinators; specialized consultants; and
home and hospital instructional personnel.
Aides and paraprofessionals under the
supervision of licensed or certificated
personnel may be included.

Materiel resources shall mean special
instrucdonal equipment, supplies, and
publications which are necessary for
teaching children with specific
handicapping conditions Such equipment
and material shall be restricted to those
items which are ider.ufied for instructional
purposes and practices for the specific
handicapping conditions.

O
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ELIGIBILITY

Eligibility for Special Education

The local school districts in Nebraska by law
must provide educational services for resident
handicapped children from the date of diagnosis
to age 21. Service may b, provided by the school
district or within a combination of school districts,
Educational Service Units, Office of Mental
Retardation programs or other state approved
programs. Each special program must be
approved by the State Department of Education.
The school aistrict pays for the special education
program and may be eligible for reimbursement of
allowable excess cost by the State Department of
Education.

Children who Benefit from Special
Education

Children who benefit from special education
may have one or more of the following verified
handicapping conditions. visual, speech,
acoustical hearing, orthopedic, behaviorally
impaired, specific learning disability, mental
retardation, educable mentally handicapped or
multiply handicapped severe-profound. These
children may be able to participate in the regular
classroom with special support services, or they
may be served in special facilities or adaptive
classrooms.

How Children Qualify for Special Education

A parent, teacher, principal or specialist may
suspect that a child needs special education. These
concerns shouuld be communicated to appropriate
school officials. Written permission must be
obtained from the parents in order for the child to
receive a diagnostic evaluation. It is the school’s
responsibility to obtain this written permission,
The child’s needs are determined by school
personnel with analysis and possible verification
of the handicapping conditions made by a
qualified professional multidisciplinary team.

The multidisciplinary team or group of persons
shall include at least one of the student’s
classroom teachers or other specialist with
knowledge in the area of the suspected handicap.
The evaluations shall be administered in the
child's native or primary language or mode of
communication (i.e, sign language, finger
spelling, gestures, etc.) and shall be used to assess
the specific areas of educationa! need of that child
and not be merely general intelligence quotient
fests.
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The multidisciplinary team shall prepare a
written report summarizing the results of the
evaluation. The report shall includea statement of
whether or not the child qualifies as handicapped
with reference to specific categories, the basis for
the decision to qualify the student and a listing of
the team members as defined by state regulation.

The team members may certify in writing that
the report reflects their zonclusion. If it doesn’t,
individual team members may submit a separate
statement presenting his or her conclusion. The
statement shall be furnished to the school district
and the parent.

Independent Evaluation

If the parent disagrees with an evaluation
obtained by the school district,a parent/guardian
has a right to request an independent educational
evaluation at public expense. Parents/guardians
should direct inquiries to school officials to
determine if the school district will arrange for
further evaluation at public expense. If school
district officials feel the original evaluation was
appropriate and the parents disagree, a due
process hearing may be initiated. If it is
determined that the original zvaluation was
appropiiate, the parents still have the right to an
independent educational evaluation at their own
expense. Information on independent evaluators
will be available through the Nebraska
Department of Education or your local school
district.

Each child receiving special education services
shall be assessed every three years, or more
frequently if the conditions warrant. Verification
of permanent conditions need not be repeated.
Written prior notice of a re-evaluation must be
provided to the parent, but parental consent is not
required for a re-evaluation.

ELIGIBILITY
How are handicapped children identified?

Each school district shall identify all children
who would benefit from special education
services.

How are children referred for testing?

A review (screening) ofthe child’s progressmust
occur prior to referral and shall include
identification of the learning problems of the child
and consideration of alternative services available.

Must all referrals for diagnosis be made by
school district personnel? .

Py 1o ot et 7 e ) et [ g

. No. Parents or guardians may make a request to the
"~ © ool district for diagnosis.
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Can & child be identified as hand capped basedon
a single test?

No. A single procedure cannot be used as a sole
criterion for determining an appropriate educational
program for a child.

Who is included on the multidisciplinary team?

The team should include at least one of the student’s
classroom teachers or other specialist with knowledge
in the area of the suspected handicap.

Is it possible for me to review the kindsof testsmy
child is taking?

Yes. You have theright to information concerning the
evaluation procudure and tests used for pls "ement. You
also have theright to have someone availableto explain
the evaluation procedure and the tests or evaluation
proceduré used for placement.

INDIVIDUAL EDUCATION PROGRAM

Individualized Education Program (IEP)

The Individualized Education Program (IEP) is a
written statement for ahandicapped child that specifies
the special education and related services nocessary to
assuve that child a free appropriate puklic education.
The IEP shall include a statement of the child’s present
level of educational performance, annual goals and
instructional objectives, timelines for services, regular
program involvement, program evaluation and a list of
persons responsible for implementing the IEP. The
resident school district is responsible for initiating and
conducting an IEP conference. The IEP must be in
effect before special education and related services are
provided to a child.

Temporary Placement

A school district may make a temporary glacement
with the writlen approval of a parent or guardianina
special education program not to exceed thirty (30)
calendar days. With parental permission, an “interim”
1EP, not to exceed 30 days, may be developed which
establishes the specific conditions and timelinesforany
trial placement as part of the evaluation process priorto
finalization. At the end of the trial period, a meeting
must be conducted to construct the final IEP. The IEP
shall be implemented as soon as possible following the
IEP conference, and must be reviewed atleastannually.

Timelines for IEP’s

Within thirty (30) days after a child is diagnosed, a
meeting(s) must be held to develop an IEP, with the
consent and participation of the parent/guardian and
the local school district. Parents/guardians shall be
afforded an opportunity to participate in the planning
conference at a mutually agreed time and place and
shall be afforded alternative opportunities should they

e unable to attend. If the conference must occur

143"

PRV S




thhout sthe parents being present, the school district
shall document attempts to include {iiem and such
documentation shall be made part of the IEP record.
IEP Conference
Parenis’/guardlans shall be notified of the persons
who will be in dttendancé. The IEP conference shall
includeé at least the following:

1. A representatwe of the school district;

"2. The child’s teacher;

3. One or both parents/guardlans,

4. The child (whén appropriate);

5. One member of the multidisciplinary evaluation
team when the child has been evaluated for the
first time; and )

5. Other individuals, at the discretion
parent/guardian ot school district.

. INDIVIDUAL EDUCATION PROGRAM
‘May I have a written:copy of the IEP?

Yes. The school dlstnct will provide you with a copy
elther after the meeting. or through the mail.

.Do I have to sign the- IEP?

No. It is not necessary if you are disgatisifed with the
. IEP meeting and- wish to meet again for more
discussion.

Yes. If.you are satisfied:that the IEP meets the needs
of your child it is a good ideu to have a signed document
in effeét.

May I invite another person to attend the
.meeting?
Yes. It is possible {0 bring another person but.it is
> -usually a good idea to inform the-school before the
. scheduled meeting.

, ‘What services are available for childven below
;agé five?

' Servxces vary accordmg to the needs of the child.
Some' of the services may include speech therapy,
physical and occupational therapy, and devélopmental
skill training through in-home services or center-based
programs.

Can services for more than one handicapping
condition be writtén into'the IEP?

Ye:. Any combination of services can be writter-into
the IEP if the team determinés they are.necessary for
-the educatlon of the child.

PLACEMENT

Least Restrictive Envxronment Requxrements

The child’s placementm a special education program
is dependent on the programmatic needs as outlined in
the Individualized Education Program and must be
. determmed at least.annually. The schiool district must;
- O re: that handlcapped chlldren areneducated with
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- children who are not handicapped, to the maximum
‘ extent possible. Children' are entitled to have
supplementary aids and services to help them in a
regular educational settrng Handicapped children may
be placed in special classes, separate schools or other
situations outside the regular educational environment
when the nature of the child’s needs require specrallzed
educatronal ‘techniques which are not available in the
current settings.
Notification of Parents/Confidentiality

Wititten notice shall be given- to the
parents/guardians a reasohable time before a schéol
district:

1. Proposes to initiate or change the diagnosis of a

child; or .

2. Proposes to initiatc, change or terminate the

educational placement of a child.

This written notice shall include a full explanation of
safeguards under state and federal law, a descriptionof -
the action proposed or refused'by:the school district,a
description of the. evaluation procedure and a
descriptjon of any other factors which have a bearing
on the situation., D

The notice must bie written or translated orallytothe ,
parent/guardian in‘his or her native language. '

; Parental’Consent ' P

Parental consent must be obtained by the school: . - -
district: before conductmg a pre-placement evaluation: -
and.initial placement ina specral education programi.

Parent Refusal to Consent

If parents/guardians refuse the evaluation or
'vlacement, the school dxstnct may initiate a hearing. If:
an independent hearing officer or any court decides in:
favor of the school district, the school may evaluate:

nd/ or place.the student without parental consent and:

ay refuse {o. provide or pay for any further
mapnroprrate eéducationa] program.

Placement x!-mu.rements

School. “districts may twce children in special . - <
educalion programs provided:

Yt
[

1. Writtea permissiuh is obtained from, the paren* or Lt
9. An order is obtained from a- Hearmg Officer or Court- " . ;;
of Jurisdiction. U
Temporary Placements, te

A scho.} drstrxct may make a temporary placementrn T

4 progral.: not to exceed thirty (30) calendar days with - , ]
wricten- approval of parents. or guardians: An.interim tie
IEP for the 30 day period 'shall be prepared prior to the
student’s temporary placement. L
Indeperident Placements . Y

If the school district of resrdence has made avallable M
Q an approprrate specral «educatlon program to a o
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‘ handicapped child and the chlld s parents or guardmns

"choose to place the Chlld in an alternative service

agency, the district is not required to pay for the
student’s .education in the alternative setting.
Disagresments between parents or guardians and a
school district regardmb whether or not the school
district has such a program available, orregarding the
questxon of responsibility, are' subject to due process
procedurés.
Residential Placements

Whenever a child must temporarily reside in a
resxdentxal faclhty, boardmg home, or foster home in

‘,~order to receive ah appropriate special education

. program, ‘the Staté of Nebraska shall provide for the

ordinary and reasonable cost'of the residential care for

- the duration of this placement.

* Noschool district shall make a placement in a special
. education prosram requiring residential care without
' advance consultation with the Nebraska Departmentof

Education. Applications for approval of special
education placements requiring residential care shall

- be signed by the parent/ gdnrdian, submitted through

_ the school district and acted upon by the Nebraska

Department of Educatlon within thirty (30) days of its

" réceipt.

If the appl zation is denied, the parent/guardian
‘shall be proviued written notlﬁcatmn by the Nebraska

‘Department of Educatlon of the right to.appeal this

decision.
Surrogates
Eachlocal school district shall insure that the rights

‘of a child ‘are protected by the appointmeént of a

. surrogate when: (1) a parent cannotbe identified; (2) the

‘local school district, after reasonable efforts, cannot

‘16cate the pavents; or.(3) ‘the child isa Ward of the State
. -or any Court.

The surrogate may represent the child in all matters
relating to: (1) the 1dent1f'catlon evaluation, and
educational placement of ;1 child; and (2)-thé provision
of a free appropriate public educatlon to the child.

PLACEMENT

‘How is my child placed in a special education

_program?
The IEP must beir effect before special éducation and’
-related services are provided to a child.

Would my child ever have a tenporary special

-education placement"

A-school district _may make a temporary placement

_+ -6nly for the purpose of observation or evaluation. The

parent or guardian must .give perrmssxon for the
placement and it may not exceed thirty-(30).calendar
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How can services for handicapped students be
provided?

The school distrit must provide educational services
for resident, handicapped children from the date of
diagnosisto age 21. Special education programsmay be
provided by the school district, by contracting with-
another school district, or service agency, or by some
combination of educational service units, the local or
regional office of mental retardation, or any program
operated by the State of Nebraska provided that only
nonsectarian sérvices shall be purchased.

How do school districts initially place children in
special education programs? a
1. The parents give written permission to place the
child in the proposed program; or
2. An order to placethe child in a proposed program i
obtained from a Hearing Officer or Court of’
competent jvrisdiction. :
Can a school make a change in placement for-a
handicapped child without ‘written parental
approval or order of a hearing officer or a court?

Yes, provided .that the following requirements are
met:

1. Written prior notice is sent to parents or guardians;

2. Requirements for diagnosis and eligibility have

been met; and . .
3. The changein placement is baged on child’s current
IEP.and any other information relating to the child
and his/her current educational performance.
When can a school district end aspecial education -
nrogram?

A school district cannot terminate an education
program for a handicapped student -prior to age 21
unless:

1. The school district has a written policy concerning -

completion prior to age 21; h
2. A plan for program conipletion has' ‘been
communicated to the handicapped student and
parents or guardians; and
3. Parents or guardians have been informed of the due
process and complaint procedures.
Where can I find out about special education
services that are available in the state?

Childfind and Hotline for the Handicapped office
provides assistance and a directory of all services ,

available for handicapped children in the state. Thetoll * .-

free number for Childfind and Hotline are 800-742-7594
and 402-471-3644 and includes TTY service.
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RECORDS

Confidentiality of Records
Types of Records (personal)

The school district maintains personal records which
include the student’s name, address, phone number, grades,
attendance records, classes attended, grade level com::leted
.and year completed. Other information that may be a part of
a cumulative record includes health files, standardized test
results, teacher’s notes, diagnostic and evaluation results
and recommendations, the IEP and statements pertaining to
the educational placement of the child. The
parents/guardians have the right to inspect and review
educational records of their child without charge, and the
school shall comply with the request without unnecessary
delaxr and in no case more than 45 days after the request has
been made. The school may charge if the parent/guardian
request copies of the child’s educational records.
Additionally, the parents/guardians may request the school
to provide explanations and interpretations of their child’s
educational records. If ti ere is information in the chiid’s
records with which the parents disagree and the school
refuses to change or modify theinformation, a hearing canbe
initiated. If the parents lose the hearing, they may file their
own statement which will be added to the child's records.

Types of Records (permanent)

Basic information, such as name, birthdate, address, and
phone number may be maintained without time limitations.
All other information (i.e. IEP, diagnostic information, etc.)
that is part of the confidential file muat be destroyed within
five (5) years, after the chila leaves school.
Parents/guardians and students shail be notified before
these records are destroyed and may request a copy of the
data.

The parents/guardians and their representative or the
child who hasreachedtheageof majority shallhave accessto
any information maintained in the agency pertaining to
placement of the child.

Do I have to contact the school district before viewing
the records?

Yes. The agency or institution shall comply with a request
within a reasonable period of time, but in no case more than
forty-five (45) days after the request has been made.

Do I have a right to a copy of the school records?

The right to inspect and review educational records
includes the right to obtain copies of the records where failure
of the educational agency to provide copies would effectively
prevent a parent/guardian/student from exercising theright
to inspect and review.
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Who pays for the copies of the school record?

A school district may charge a fee for copies made for
parents/guardians and students provided the fee does not
effectively prevent parents/guardians/ students from
exercising their right to inspect and review.

How do I challenge the contents of my child’s record?

T..é parent/guardian/student who believes the
information contained in the student file is inaccurate or
misleading or violates the privacy or other right of the pupil
may request that the records be amended. The school district
decides whether to change the records in accordance with the
request. If the school district refuses to change the recards,
school personnel shall inform the parent/guardian/student
of their decision and advise the parent/guardian/student of
their right to a hearing.

Who has access to the records within the school
building?

A listing of the types and locations of educational records
maintained by the school district and the titles and addresses
of the ¢fficials responsible for those records are contained in
the school district policy. A school district may disclose a
student’s files to school officials within the district who have
been determined to have legitimate educational interests.
School district policy must specify the critersa for
determining which parties are “school officials” and what
the school district considers a “legitimate educational
interest”.

12




COMPLAINTS AND DUE PROCESS

The Complaint Process

The Education for the Handicapped Act, Public Law 94-142, requires that the
Nebraska Department of Education and the local school district establish
safeguards to ensure that handicapped children receive a free appropriate public
education.

The complaint process affords parents an opportunity to present complaints
relating to the identification, evaluation, or educational placement of their child, or
the provision of a free appropriate public education.

Any complaint(s) should be submitted, in writing, to the Compliance Director,
Special Education Office, Nebraska Department of Education, P.O. Box 94987,
Lincoln, Nebraska 68509. This written, signed complaint must give a detailed
explanation of the specific fact.. If it is determined that the complaint is related to
violations of special education rules, the following steps-will be taken:

1. Within sixty (60) calendar days of receipt of a signed written complaint, the
Special Education Office Compliance Director will provide written notification
of findings and the basis for such findings to all parties involved.

2. If, as a cesult of extenuating circumstances the Nebraska Department of
Education, Special Education Office is not able to complete the investigation
within the sixty (60) calendar days, an extension period of forty-five (45)
calendar days will be implemented. The Nebraska Department of Educauon,
Special Education Office will notify each complainant, the school district, and if
appropriate, the service agency of the 45 day extension.

Due Process

Due Process gives the parent/guardian the right to request a hearing as relates to
the identification, evaluation or educational placement of their child, or the
provision of a free appropriate public education. Parents may also request a due
process hearing when any initiation, change or termination in their child’s
educational program is proposed. No change in the student’s educational placement
may be made while a due process procedure is pending, unless both parties agree or
for health and safety reasons.

A written request for a hearing, called the petition, must be filed with the
Nebraska Department of Education, Special Education Office, 301 Centennial Mall
South, Box 94987, Lincoln, Nebraska 68509.

This written petition must contain the following information:

1. The name, address and telephone number of both the person filing the petition
(petitioner) and the educational agency against whom the complaint is made
(respondent);

2. The name, birthdate, handicap and current educational placement of the
student;

3. A short description of the dispute;

4. A statement that efforts have been made to settlethe dispute, how this was tried,
and a final statement that settlement does not secem likely;

5. Statement of what outcome the petitioner is cequesting; and

6. Signature of the petitioner or a representative.

A parent or guardian shall not be entitled to reimbursement for any
expenses incurred more than sixty (60) days prior to the filing of the
petition,

Upon receipt of the petition, the Depurtment of Education will make a
determination whether the petition meets all requirements. If the petition meets all
requirements, the Department shall assign the petition to a hearing officer and
notify the petitioner of the assignment. Hearing officers shall have exclusive,
original jurisdiction over special education cases.
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The hearing officer will request an answer from the respondent, whomust filethe
written answer, within ten (10) calendar days of the receipt of the request. The
answer must be filed with the hearing officer and contain the following:

1. Name, address and telephone number of the respondent,

9. Genéral and concise statements regarding the facts stated in the petition; and

3. The signature of the respondent.

Upon receiving the answer, . _hearing officer will arrange a convenient time and.
place for the hearing. At least five (5) days before the hearing, both the petitioner
and therespondent must submit to each other and the hearing officer asummary of
the evidence they intend to introduce at-the hearing, a list of witnesses to be called
and copies of complicated exhibits. At least three (3) days before the hearing, any

party may deliver to the hearing officer a written request asking that the hearing be-

hound by the rules of evidence applicable in a Nebraska district court and by
mailing copies of the request at the same time to the other parties and the Nebraska
Department of Education. Any party may also request the hearing officer toissue a:
subpoena requiring the attendance of a witness, and any witness, who is summoned
and who responds, is entitled to the same fees paid by the requesting party t-.at.
apply in the Nebraska district courts.

The hearing officer insures that a record is made of thetestimony of each witness.
Each party, either in person or by counsel, may present an oral or written opening
and closing statement, witnesses and exhibits.

After the hearing, the hearing officer sends a written summary of the evidence,
report, final decision and order to each of the parties. The final-decision and order
takes effect thirty (30) calendar days after the parties receive it, if no appeal ismade
by any of the parties. Any parent or schocl district who is not satsified with the order
may appeal to the District Court.

Under Nebraska Statute, a copy of the procedures specified in the rules
and regulations of the Department of Education for complaints and
hearings shall be provided by local school districts to all parents and
guardians of handicapped children.

COMPLAINTS AND DUE PROCESS
How do I file a petition?

Yqu may request a petition form from the Nebraska Department of Education,
Special Education Office, 301 Centennial Mall South, Box 94987, Lincoln, Nebraska
68509. When completed, the forms are to be returned to the Department (same
address).

How are the hearing officers assigned?

Indepen‘dent hearing officers are assigned on a regional basis by the Department

gf Education. Hearing officers cannot be employed by the state or by local school
istricts.
Will I be able to call the hearing officer?

Yes, if you have questions regarding the due process hearing such as location,
time and dates.

No, if you want to discuss the case, or ask for legal advice.

How long is the due process procedure?

Tl‘xe‘ hearing officer shall hold the hearing and issue the Report and the Final
Decision and Order within forty-five (45) calendar days of receipt of a petition by the
Depqrtment nf Education. This 45 calendar day limit may be extended by thé
hearing officer at the request of either party for good cuuse shown.

What does the hearing officer’s final decision and order do? Is the order
binding?




The order describes the action to be taken based on the findings of fact and
conclusions of law in the decision. The order shall take effect thirty (30) calendar
days after receipt by.both parties unless there is an appeal.

Can I bring a lawyer to the due process hearing to present my case?

Yes. You may be accompanied by thé counsel of your choice.

Do I have to file a complaint before due process?

No.Itisnotnecessary tofilea complaint to the Department’s Compliance Director
before submitting a petition requesting a due process hearing.

Often, a complaint to the Compliance Director will be filed and resolved so that
due process is not necessary. A complaint to the Compliance Director, however, does
‘not preserve your right to reimbursement of costs you have incurred for evaluation,
educational programming or related services for your handicapped child.

What ifI believe that the due processhearing was notconducted fairly or if
I believe it was decided incorrectly?

You may file an appeal either in the district court of the county or in the federal
district court to obtain judicial review of the hearing officer’s Final Decision and
Order. Such an appeal must be filed within thirty (30) days after receipt of the
hearing officer’s Final Decision and Order.

Where would I find services available for free or low cost legal assistance?

If you are unable to afford legal counsel, contact the Department of Education,
Special Education Office for information on available free or low-cost legal services.
Names, addresses and telephone numbers are available to persons needing these
services.




REFERENCES
Education of the Handicapped Act
Title 20, United States Code, Sections 1401 to 1460
Family Educational Rights and Privacy Act
Title 20, United States Code, Section 1232g
Education of the Har dicapped Act Regulations
Volume 34, Ccdé of Federal Regulations, Part 300
Family Educational Rights and Privacy Act Regulations
Volume 34, Code of Federal Regulations, Part 99
Care and Education of Handicapped Children .
43 Nebraska Revised Statutes, Sections 601-680 :
Nebraska Department of Education Regulations '
Title 92, Nebraska Administrative Code Chapters 51, 53 and 55
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Your Child’s
Developmental Assessment
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u Developed by the Meyer Children’s Rehabilitation Institute, University of Nebraska Medical Center




Welcome to the Early Referral and Follow-up Project. In this
program, we will evaluate your baby’s development. This booklet
will acquaint you with what you can do to prepare for the evalu-

ations and how you can help during the process.
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You may wonder if your baby is too young or too ill for evaluations. The Early

Referral Project Team frequently sees children who are very young and/or sick.

We take these factors into consideration when we perform the evaluations and

interpret the results. In special situations, we may perform limited evaluations. !
The information we learn from these evaluations is important for several rea- ‘

sons. First, it helps us determine what services your child may need. Also, it

heips you understand your baby’s needs so you can help him or her grow and

develop.
We will rely on you to tell us about your baby, such as the best time of day to

schedule appointments. You know your baby better than anyone else, so any

information you can give us about him or her is important during the evaluations.

It is important for you to attend these evaluations in case your baby needs to

[MC be changed, fed or comforted during the procedures.
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When you and your baby come for the evaluations,

favorite toy or anything else that will make
your baby more comfortable during

the evaluations.

sz
you should bring a bottle, snack, pacifier, diapers, a %L(M

-
S




Early Referral

Evaluations are conducted by Early Referral Project Team members, including
an infant specialist, a parent-infant teacher, a physical therapist, an occupational
therapist, a speech pathologist and a clinical nurse specialist. Your baby's needs
will determine the team members.

If you have questions or concerns about your child’s development, this will be

a good opportunity for you to discuss these with us. Feel free to ask questions

during the evaluations.

155




Parent-Infant Teacher and

Infant Assessment é’ W

Both the teacher and infant assessment specialist test your baby to observe
how he or she interacts with objects and people. For example, does your baby
follow objects with his eyes, reach for toys, bring things to his mouth to examine
them, and look for toys which have been moved out of sight?

During this evaluation, the specialist will give you suggestions about activities
and appropriate toys you should use when playing with your baby. They may
also recommend that your baby be tested again in a few months to observe his

improvement and to give you new suggestions.




pesch Pothologitt

In many cases, the children we see are not
old enough to talk or may have some condition
that limits their ability to make sounds. How-
ever, all babies communicate in a variety of
ways. The speech pathologist is interested in
the ways your child inieracts with you, how
well he or she gets a message across, and

what your child understands about his

environment.
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The occupational therapist (OT) is concerned about how your baby performs
everyday activities such as eating, touching and expioring with his hands. The
OT is e3pecially interested in how your baby is eating and any problems that he
or she may have in this area. The therapist will ask you what kinds of foods
your baby is eating and if he or she is having any difficulties sucking, biting,
chewing or swallowing food.

The OT is also interested in how your child is using his or her hands in activi-
ties such as reaching, holding and lettinge go of objects. These activities are

referred to as fine motor skills. The therapist evaluates fine motor skills by

observing how your child plays with toys. 1¢
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The physical therapist. (PT) considers how your child moves, loc , at the quality
of movement and the development of gross motor skills.

Gross motor skills begin with how your child holds his head and trunk steady,
and progress to skills such as rolling over, sitting, crawling and walking.

The therapist will check to see if your child is strong, stiff, floppy or jittery.
Does +our chitd prefer using one hand miore than the other? D2=2s he or she kick
both legs equally? ihese are questions the PT will consider when evaluating
your baby's quality of movement.

The therapisi may also help you adapt equipment to assist your baby in main-

taining certain positions, such as sitting, standing or lying down.

164
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The nurse will help you become comfortable

with the basic care routines you use with your
child. The nurse can answer questions you
have about such things as medications or spe-
cial monitoring and can discuss your concerns
about your child in regard to feeding/meal
planning, skin care, elimination and sleep
disturbances. The nurse is also available to
uiscuss health questions in regard to other

members of your family as well.

164
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Gummatly

Suggestions
1.

My cace manager is

If | need to call, the phone number is:
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Funoing for this publication was provided by the Early Referral and Follow-up Project grant from the U.S. Office of
Q cducation, Handicapped Childrens Early Education Pr. gram to the Meyer Children s Rehabilitation Institute of the University

: of Nebraska Medical Center.
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Day Car :

Day Care provides care and supervision of chiidren
for part of a day. This service may be provided in
avariety of settings which may include the child s
own home, the provider's home or a center.

Day Care Providers Should Possess:

* A warm, caring personality

* The patience and understanding to work with
children

The ability to respond {o emergency situations

A willingness to abide by state and local child-care
laws

No previous tecord of inappropriate behaviors
concerning children

Responsibilities of Day Care Providers May Include:

* Providing a clean and safe environment

* Preparing 21d serving nutnitious meals and snacks

* Providing a variety of appropriate activities

* Keeping records concerning emergency phone
numbers, immunizations, medications and
attendance

DAY CARE PROVIDERS CARE FOR AND ABOUT
CHILDREN!

For More Information

If you interested in becoming a Day Care Provider,

¢ sould like more information on Day Care Seivices,
« 'ase contact your local ofi,oc uf the Nebraska
Department of Social Services.
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-" Adult Fam‘ly Homes

Adult Family Homes provide family settings within the
community for aged and physically or mentally disabled
adults who, because of limitations, are ir need of some
supervision.

Residents of Adult Family Homes are not in need of
institutional or nursing care but are unable to live alone
in.the community and have no 1elative who can provide
appropriate care. Instead, their needs are most appropri-
ately met in a home-like living environment where a
sponsor can provide personal support. Individuals or
families who act as sponsors may be re.mbursed for their
services given.

Adult Family Home Sponsors Should Possess:

* The willingness to open one’s home to an aged or disabled
adult

* The ability to display patience nd understanding, and a
positive outlook on life

* The willingness to work cooperatively with the Department
of Social Services or other community agencies

Adult Family Home Sponsors Have Responsibility To:

* Provide a safe, clean living environment and assistance with
personal care

* Include the resident in family activities and communication

* Maintain a record of important information about each res:-
dent including the name and telephone number of resident’s
doctor and hospital and pharmacy preference

* Asrange for special access to the home, when necessary, for
a disabled residert

ADULT FAMILY HOME SPONSORS HELP SPECIAL
ADULTS BECOME PART OF A FAMILY!

For More Information

If you are interested in becoming an Adult Family Home
Sponsor, or would like more information on the Adult
Family Home Program, please contact your loca! office of
Q"'ﬁ.braska Department of Social Services.
3£
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. Personal Care Services

Personal Care Services provide medically related services
based on an individual’s physical, emotional, environmental,
and personal care needs. Personal Care Providers are not
substitutes for nurses and physicians, but support the medical
plan of care.

These services are offered to low income individuals whn,
due to illness or disability, need personal care assistance ©
remain in their home environments. Personal Care Provigers
may be financially compensated for their services.

Personal Care Providers Are:

* Individuals, age 18 or older, who are not related to t' e
person receiving care

* Concerned about the physical well being of an ind.sidual

with special medical needs

Abie to properly perform the needed services derived from
an individual’s illness or disaoility

Dependable, being available at agreed-upon times

Willing to work cooperati. 2ly with the Department of
Social Services, the individual, ard the individual’s
physician

Responsibhilities Of Personal Care Providers May Include:

* Helping the indwidual to follow medical recommendations

i.e. helping to follow doctor’s orders, watching their diet
Preparing and serving special food

Assisting with eating, dressing, bathing, getting in and out of
bed, etc.

Accompanying the individual to a zhnic or physician’s
office

PERSONAL CARE PROVIDERS CAN MAKE THE
DIFFERENCE iN AN INDIVIDUAL’S PHYSICAL
WELL-BEING!

Foar More Information

If you are interested in becoming a Pursonal Care Provider, or
would like more information on Personal Care Services, please
contac. your local office of the Nebraska Department of
Social Services.

F l{lC 17
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Homemakers

Homemakers provide services in the homes of aged, physically
or mentally disabled adults, and families who are unable to
adequately manage the family or household aue to lack of
knowledge, skills, or ability. The Homemaker client may be

a low income individual or family, or have a special need
regardless of income.

Homemakers provide assistance and instruction to maintain
and strengthen families and alleviate stresses in the home.

The Department of Social Services may financially compensate
those individuals who give their time and support through
Homemaker Services.

Some Characteristics Homemakers € .ld Possess Are:

* The ability to exhibit emot .nal maturity in assuming
responsibility and adapting to new environments and
household situations

The ability to share knowledge and homemaker experience
with family members

The desire to establish open communication and caring
relatianships with individuals throu3h a supportive
atinc.shere

The willingness to work cooperatively with the Department
of Social Services

Responsibilitics Of Homemakers May Include:

Organizing of household activities and time and budget
instruction

Providing knowledge on personal hygiene and health care

Instructing on cleaning and maintaining appliances, furni-
ture, household supplies, and clothing

Training in the carc Of children or disabled family members,
through enrichment of parenting skills

HOMEMAKERS ARE A STRENGTHENING FORCE TO
INDIVIDUALS AND FAMILIES!

For More Information

If you are interested in becoming a Homei..aker, or would
like mrre information on Homemaker Services, please contact
your local office of the Nebraska Department of Social
Services.
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Transportation Services

Transportation Services provide aged and physically or
mentally disabled adults '~ith transportation to and from

local community facilities when no other transportation is
available. Transportation Services for familics provide a means
of travel to and from other services such as family planning,
day care services, health related care, child protective services
and foster care.

Adults or families needing transportation do not have access
to a vehicle or other transportation. Individuals who devote
their time and energy to Transportation Services may be finan-
cially compensated for their special help.

Some Of The Abilities Transportation Providers Should
Possess Are:

* Knowledge of state and local traffic rules and dependabulity
when providing transportation

The willingness to and capability of assisting handicapped
adults and children

Patience and understanding when assisting individuals

The willingness to work cooprratively w:th the Department
of Social Services

Responsibilities Of Transportation Providers May Include:

* Ensuring that the transporting vehicle is licensed, properly
insured, and equipped with safety devices and adequate
ventilation

* Providing transportation to assist individuals in applying for
education or employment

* Providing transportation for individuals with health,
housing, legal, or nutritional needs

* Supplying transportation to individuals returning from or
entering a hospital or nursing home

PROVIDE A MEANS FOR INDEPENDENCE AS A
TRANSPORTATION PROVIDER!

For Mors Information

If you are interested in becoming a Transportation Provider,

or would like more information on Transportation Services,

please contact your local office of the Nebraska Department
of Social Services.

g Nl
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Emergency Shelter Care

E
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Emergency Shelter Care provides immediate, temporary
homes for children in crisis situations. The shelter may be

a foster home or other facilit** which provides 24-hour
physical . are and supervision to children whose families face
immediate problems such as the critical illness or sudden
disability of a parent, or to children who are victims of abuse
or neglect.

Emergency Shelter Care provides for a chuld’'s immediate need
for care in a supportive setting, which can help reduce the
child's fear, anxiety and shock. Placement is from one day to
a maximum of 15 days, to allow time for ¢ more permanent
arrangement for the child to be m.ade. individuals and families
who open their homes to children in crisis situations may be
financially reimbursed for their services.

Emergency Care Providers Should Possess:

* The abulity to be flexible, accepting care of a child with
little advance notice

* The ability to remain calm in spite of any crisis

The ability to warmly support the child in dealing with the
crisis situation and other problems

The ability to maintain an atmosphere of optimism and
enjoyment in the home

The wiilingness to work cooperatively with the Department
of Social Services

Individuals Who Provide Emergency Shelter Care Have The
Responsibility To:

* Provide day-to-day care of the child for the necessar, period
of time

* Respect the worth of the child regardless of age, race, sex,
religion, or disability

* Provide a safe, positive home environment and good
communication

* Notify the Department of Social Service. of a change of

address or any problems that may arise in the home

EMERGENCIES CAN BE PLANNZD FOR WITH THE HELP
OF EMERGENCY CAKE PROVIDERS!

For More Information

If you are interested .n becceming an Emerger.cy Care Provider,
or would like more infurmation on Emergency Shelter Care,
please contact your local office of the Nebraska Department
&" cial Services.
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Chore Services

Chore Services sre provided in the homes of aged and
physically or mentally disabled adults who are unable to
perform basic task:s themselves.

These services include housekeeping, personal care, bill paying,
laundry, cooking, simple home repairs, essential shoppi.ig
errands, es~ort service, snow remcval, and yard maintenance.

Chore Service Providers are people who are willing to offer
time and support to dividuals in their home z2nvironments.
Chore Service Providers may be paid for their efforts.

Chore Service Providers Should Possess:

) * The willingness to provide a helping hand to aged and dis-
abled adults, while encouraging them to be self-reliant

* The knowledge of and apiiity to perform a vital chore
service

* The ability to adapt to varyiny household and personal
situations

* The willingness to practice reasonable caution and care in
the use and storage of equipment, appliances, and tools

Chore Service Providers Perform A Variety Of Tasks
Including:

* Cleaning and care of household equipment, appliances, or
furnishings
*

Assisting with personal care such as bathing, dressing,
shaving, and shampooing

Preparing meals necessary to maintain indepeadence
Assisting individuals in bill paying

Shopping for groceries and/or clothing

Providing minor repairs and yard maintenance such as
mowing or snow removal

Accompanying individuals who are unable to travel by
themselves in order to obtain health care, employment,
housing, legal, or other servicis

THE HELPING HAND OF A CHORE SERVICE PROVIDER
IS VITAL!

For More Information

If you are interested in becoming a Chore Service Provider,
or would like more information on Chore Services, please
contact your local office of the Nebraska Department of
Social Sesvices.
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Respite Care
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Respite Care provides temporary care for children or adults
when the usual caregivers are in need of relief from the daiiy
stresses of raising children or maintaining a family.

Respite Care may cousist of care for a few hours, a day, an
evening, or a weekend. It is available when a break from
routine is needed, an emergency occurs, or even when a
situation arises where it’s impossible to be in two places at
once. Individuals who.provide Respite Care may be reim-
bursed depending on the individual situation and the time
entailed.

Characteristics Of Respite Care Providers May Include:
* The ability to be flexible, accepting care of children or
adults openly and sometimes with little advance notice

The ability to erioy the company of children and the
responsibility of substitute parenting, or the capacity to
provide friendly supervision to adults

The ability to warmly support a child or adult in dealing
with a temporary break from routine, whether within
the home setting or in a substitute environment, i.e. that
of the provider

The willingness to work cooperatively with the Department
of Social Services

The Responsibilities Of Respite Care Providers Include:

* Providing supervision for children or adults when the usual

caregive~ is in need of assistance

Accepting children or adults as members of the family
during a stay, if necessary and including them in conver-
sations and activities

Respecting the worth of a child or adult regardiess of
age, race, sex, religion, or disability

Providing basic care for the necessary period of time !

Following the recommendations and expectations of the
client

Notifying the Department of Social Services of a change
of address or any problems that may arise in the home

WHEN INDIVIDUALS NEED A BREAK FROM ROUTINE,
RESPITE CARE PROVIDERS ARE THERE!

For More Information

If you are interested in becoming a Respite Care Provider, or
would like more information on Respite Care, please contact
your local office of the Nebraska Department of Social

Services.
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Foster Care

Foster Care provides temporary family care for a child when
the child’s own family is unable to reet basic needs for care,
protection, and love. It is a cooperative eticrt among natural

Foster Care is necded when 2 :hild’s own faraily cannot care
for the child properly, and when a child is waiting to be
placed fc - adoption. For most children, life in a family foster
home can come closer to normal family living than any other
type of setting.

Foster Patents don’t have ta have special homes. Almost any
home will do. Both single and married adults can be Foster
Parents. Reimbursement is provided on a monthly basis from
{ the Department of Social Services to those who help.

Some Of The Characteristics Foster Parents Should Possess
. Are:

* The ability to enjoy the company of children and the
cesponsibility of parenthood

* The capacity to give without expecting tao much from
the child in the way of aratitude, affection, or behavioral
changes

* The ability to accept the child’s relationships with his or
fier natural parents

* The willingness to work cooperatively with the Department
of Social Services

The Responsibilities Of Foster Parents include:

* Providing a warm, nurturing home environment for the
| child

* Assisting with the day-to-day care and training of the child,
including involvement with the school, transportation to
. medical »ad counseling appointments, and daily activities
+in the life of the child

Accepting the child as a member of the family, while
working to help the child’s return to the nztural family

Establishing good communication with the child’s natural
family

Advising a service worker of any problems in the home
that may affect the child, such as marital difficulties,
health problems, or financial problems

FOSTER PARENTS PROVIDE THE ENVIRONMENT
EVERY CHILD NEEDS~A. FAMILY ENVIRONMENT!

For More Information

If you are interested :n becoming a2 Foster Parent, or would
like more information on Foster Care, please contact your
local office of the Nebraska Department of Social Services.
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- Adoption Services -

Adoption Services find permanent homes for children who
are free for adoption and whose present environments lack
the stability of adoptive family settings.

The Department of Soaial Services places all ages and types
of children. “The majority of children are older, siblings
needing placement together, of a minority race, or have some
type of behavioral, ernotional, or physical handicap. There

is no fee for Adoption Services.

Subsidized Adoption provides financial compensation to
. adoptive parents after the adoption is final, in the event
that adoption would not be possible without financial aid.

Married Couples Or Single Individuals May Become Adoptive
Parents If They Possess:

* A healthy desire to care for children and to take on the
responsibilities of parenthood

The ability to present an appropriate child care plan which
considers the needs of children

Values and ethical standards conducive to the well-being
of children

The ability to extend nurturing to another child when
children already exist in the family

The willingness to work cooperatively with the Department
of Social Services and oth2r community agencies

The Responsibilities Of Adoptive Parents Include:

A

Providing a living environment that promotes the health,
safety, and well-being of children

Accepting the fact that the child may come to the family
with already-learned patterns and behaviors

Teaching the child acceptable ways to behave and standards
of good conduct, and holding reasonable expectations of
the child

Encouraging the child in personal and sucial relationships
and activities in the same manner as other family members

Assisting the child with personal care to promote function-
ing as a future adult

Establishing a parental bond with the child which promotes
open communication, mutual trust, stability, and family ties

CHILDREN NEED THE LASTING ENVIRONMENT THAT
ADOPTIVE PARENTS CAN GIVE!

For More Inf ,rmation

If you are interested in becoming an Adoptive Parent, or
would like more information on Adoption Services, please
contact your local office of the Nebraska Department of
Social Services,
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Voluntéers add new.dimensions to the services provided by
the Department of Socnal Services and symbollze community
concern. Volunteers are. individuals from all age groups and

all walks of life who g|ve their time and effort to help peopte

- who need a little assustance in their daily lives: transportation

tv neces sary. places, hame chores, preparation of meals or
.Someoné just to talt.to.

‘Volunteers Should Possess:

* A sincere desire to provide assistance to people or to
agencies serving people, and a wullmgness to learn

* Sufficient knowledge and skill:in the assigned task

Wllllngness to comply with agency requirements,
principles, regulations, and procedures

* Warmth, courtesy, and a belief in the dignity ofall people
* Deperdability in being available at agreed-upon times

* Types Of Volunteer Activities Include:

* Helping with-general office work

* Typing, filing and/or answering the telephone
* Being a ‘friend’ to a client

* Teaching homemaker skills to clients

* Visiting lonely or immobile individuals

* Maki_r:lgﬁdaily telephone calls to isofated clients
* Providting transportation

* Running errands or shopping for clients

*" Doing yardwork or home repair

* Helping-to distribute s''rplus food

- Some Senefits Of Being A Volunteer Are:

A sense of personal satisfaction
Valuable work experience for employment or education

Experiences for learning new skills or enhancement of
current skills

_New relationshipe.and contacts
Better understanding of Social Services programs

Oppoftunity to make a meaningful contribution.to the
comimunity

~ VOLUNTEERS CARE BY SHARING TIME AND TALENT
. WITH PEOPLE WHO NEED HELP. SHARE YOUR CARE!

. For More information

" “If you are interestad in becoming a Volunteer, or would like
_ triore information on the Volunteer Services Program please
* contact your.local office;of the Nebraska Department of

Socual Services.
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The Nebraska Department of Social Services
does not discrimnaie against anyone because of

» . .o < &
P I T AL ‘}:’y P - g

L

: race, color, creed, natlonal ongln sex, age marital g
° status, religious or polmcal affiliation, of physical c 4
:F or mental disability. 2
N Information which identifies individuals who 4
< apply for or receive assistance, benefits, or services “r

from the Nebraska Department of Soma! Services
is confidential.
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For more informnation, contact your local of ~¢ of
the- Nebraska Department of Social Services,

the Central Office, Box 95026, Lincoln, Nebraska
68503 5026 Phone (402) 471-3121%
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Emergency Assistance is providad to needy families
with minor children in situations where other re-
sources are not available. Fxamples of situations for
which assistance is available are imminent evictions,
loss of utility service, or exhaustion of food.

Eligibility Requirements:
Emergency Assistance is provided to needy families —

1. With a child who is age 18 or under. (A family
whose only child is unbormn is not eligible.)

2. With a child who is currently living with any
close relatives. This includes a chiid who has
lived with close relatives within six m ,nths of
their request for assistance.

3. Who is without income and resources immedi-
ately accessible to meet its needs.

4. Whosé need did not occur because the child (if
age 16 or older and not in school) or the relaiive
responsible for support and care refused without
good cause to accept employment or training
for.employment,

ERIC

Aruitoxt provided by Eic:

Responsibilities:
The applicant has the responsibility to —

1. Cooperate with the worker in explorin, all other,
scurces of aid availeble.

2. Accept any aid available to help in a crisis
situation.

3. Develop with the worker a plan to help solve
the problem and to prevent the crisis “rom
occurring again.

Appeat Process:

Every applicant for or recipient of Emergency Assist-
ance has a right to appeal to the Director of the
Nebraska Department of Social Services for a hear-
ing on any action or inaction of any Department
employee or official in regard to the program. The
appeal must be filed in writing within 90 days of the
action.

If you have any questions regarcing the Emergency
Assistance Program please contact your local office,
Department of Social Services.
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What is Aid to Dependent Children?

Aid to Dependent Children provides money payments
{0 children age 17 or younger who are deprived of
support of one or both paients, because of death,
continual absence from the home, physica! or mentai
incapacity, or unemployment.

In addition to being deprived of support, children
who are 18 years of age are eligible only if they are
in high school, or in a program in a vocational or
technical school that is equivalent to a high school
ard that will prepare for employment, children

‘must be expected to complete th~2ir schooling before

reaching the age of 19,
Where may | apply for Aid to Dependent Children?

At the Local Office, Department of Social Services
in the county where you live.

How long must the children live in Nebraska to be
sligible?

It must be established at the time of the application
that the home of the child{ren) is in the State of
Mebraska. No period of residence is required.

How must you cooperate with the Child Support
Enforcement Office?

To be eligible for an assistance payment, your rights
Q child:support and medical support f../ments
| C)e assigned to the State of Nebraska.

=== 184
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Applicants who are receiving Aid to Dependent
Children payments must cooperate in locating the
absent parent and in obtaining finant ' and medical
support, unless good cause for refusing to do so can
be established.

You must also cooperate in determining the father
of a child born out-of-wedlock.

May a minor parent receive assistance?

Yes. If the minor parent is living with his/her parent(s)
or legal guardian, income of the parents/legal guardian
may be considered in determining the amount of
payment for the minor and his/her child{ren).

May a family have income and be eligible for Aid
to Dependent Children?

Yes. |If income such as wages, business transactions,
contributions, payments from Social Security,
Railroad Retirement, military benefits, does not
exceed the monthly need standard

How rmuch property may a family own and still be
eligible for assistance?
® The home in which they live.
e Reasonable furnishings for their home.
e Reasonable wearing apparel and personal
effects used in daily living.
e Other resources of which the net value does
not exceed $1,000.

If children are eligible for Aid to Dependent Children,
what amount is paid?

The amount of payment depends on the family need
and how much of it can be met from the income of
the family.

The Aid to Dependent Children maximum monthly
payment is determined by Nebraska law.

To whom are payments made?
Payments can be made to the follow.ng people if they

are providing care for the child: parent, or another
specified relative who is taking care of the child.

Will Ai2 to Dependent Children payments always
be in the same amount?

No. The needs of the child{ren} change from time to
time, and he arount available to the child may
change.

Will payments be made for medical care?

Yes. If there is approved medical care, payment will
be made directly to the provider of health services.

Must a stepparent support his/her stepchildren?

Yes. A stepparent has the responsibility for care and
support of minor children to the same extent as a
natural or adoptive parent.

Am | expected to find employment?

You may be asked to search for work or participate in
training, unless you are exempted from these activities.

Do | have any responsibilities while | am receiving
assistance?

Yes. The client is responsible for telling the Local
Office if there are any changes, such as a change in
address, a change in income or household size.

Bo | have other rights?

Yes. Title VI of the Civil Rights Act enacted by
Congress i 1964 pravides that the Aid to Dependent
Children program must be administered so that no
person is excluded from participation in, is denied
the benefits of, or is otherwise subject to discrimina-
tion by the program bzcause of race, color, national
origin, age, sex, handicap, political beliefs, or religion.

May a l.ocal Office give out information about clienes
of Aid to Dependent Children to other persons?

No, in mest cases. The law requires that the case
record be kept confidential unless the client author-
izes that the information may be released. Some
information regarding a fugitive felon may be given
to a local or state law enforcement officer.

s
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What may a client do if a dec*~ “on made by the
Department is unsatisfactory?

Nebraska law provides for a procedure of appeal in
which the -client may request a review of his/her
case by.the Director of Social Services.

The appeal may be filed with the Local Office of the
Nebraska Department of Social Services or with the
Director of Social Services.

if an -application is not approved, can you apply
azain?

Yes. You may re-apply at anytime.

What happens if an individual receives assistance and
is not entitled to it?

If an individual knowingly receives money payments
or medical care and is not entitled, the individual is
su'ject to prosecution for fraud.

You can get an application form at the local office or
have the Department of Socia! Services send it
1o you.

When you get the form, fill it out as soon as possible,
because the ealliest date for which you may be
eligible for {inanciai :ssistance is the date your form
is received in the local office.

Aruitoxt provided by Eic:
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The-Disébled Persons and Family
Support Program coordinates and
purchases services and items to
assist employed disabled adults
or to help families keep disabled
family members in their homes.

NEBRASKA
DEPARTMENT

OF
SOCIAL

SERVICES .
[mc__l.&?___l |
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The Disabled Persons and Family Support (DPF) Pro-
gram is based on a.state law passed by the Mebraska
L.egislature in 1981, It supports the following beliefs:

1 The family is iraportant to the develcpment of
each .person and families want to provide for
disabled family members at home; and

2. Disabled adults who are ible to work may be
financially prevented from doing so because of
loss of benefits and disability-related expenses.

What items and services are available through the
Disabled Persons and Family Support Program?

The program may authorize payment for disabulity-
related expenses such as architectural home modifica-
tion to remove barriers; attendant care; non-medical
costs incurred during treatment; counseling or training;
home health care; housekeeping; special equipment;
respite care; and transportation. Other types of
support may also be cons.dered, based upon indivi-
dual need and circumstances.

Example A: A family caring for a disabled family
member may need a ramp to provide access to the
home and may need <espite care to allow time away
from ongoing responsibi‘ities.

Example B: An employed disabled person might
need help paying for disability-related supplies and
for an attendant to help with personal care.

The maximum payment for services available to any
disabled person or family is $300 per monh averaged
nuer {ha number of months in the eligioility period.

ERIC

Who is eligible for Disabled Persons and Family
Support?

The program serves two populations:

1. Families with a disabled family member (either
adult ¢ child) living with them who need some
form of support to prevent out-of-home place-
ment; or

2. Persons who are disabled and employed (or
could be employed), earn g at least $300
per month, who need some fo-m of support to
maintain employme:.t.

“The Disabled Persons and Family Support program
cannot pay for items or services available from other
sources. Persons who apply must explore all other
possible resources to show need.

Persons may be financially eligible if their gross
monthly income, adjusted for family size does not
exceed the following:

Family Size Gross Monthly Income
1 $107%
2 1407
3 1738
4 2069
5 2400
6 2731
7 2793
8 2856
9 or more 29148

In addition to financial and need eligibility, Disabled
Persons and Family Support requires medical infor-
mation to determine severe chronic disability.

How are payments made?
The program may either reimburse the disabled

person or caretaker for authorized expenses or
provide direct payment to the provider of the service.

188 |
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How can | apply for Disabled Persons and Family
‘Support?

To request an application for yourself or on behalf
of someone else, or for additioral information,
contact —

Disabled Persons «nd Family Support
Nebraska Department of Social Services
8ox 95026

Lincoln, Nebraska 68509-5026
Attention: Lenore Spencer or Pattie Flury

In Lincoln: 471-3121

Toll free: (800) 358-8802

i
| Sociat
y Services
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WE ARE LOOKING FOR
SPECIAL
CHILDREN

NEBRASKA CHI DFIND

..Benefiting The
CIandlcapped Children

ERIC of Nebraska



NEBRASKA CHILDFIND
. because we care

”NEBRASKA CHILDFIND s an intensive
xongoung statewidé search for all unserved
“handicapped children, ages birth to 21.

“ Nebraska ChildFind will assist parents of
~-unserved handicapped children tc find proper
special education: or related programs to
‘benefit their children.

NEBRASKA CHILDFIND maintains a
computerized directory of services for
‘handicapped children. Callers will be provided
:information on available resources in their

- geographic area that provide services for the
age level “and handicapping disorder of the
child for whom they are requesting help.

' NEBRASKA CHILDFIND
. bacause the need exists

While many different types of services are
~available to Nebraska’s handicapped
* population, some of this state's handicapped
. youth DO remain unserved.

+ These children are not participating in special
education programs, school environments or
. special activities. This is not because of alack

- of resources in many cases, but rather because
many parents of handicapped children do not

.-know of such programs or because they donot
recognize the handicapping conditions of their
children.

Many younger children suffer from
:handicapping conditions which can go
* undetected. These conditions may exist and
- remain unnoticed, and as a result, many
handicapped chlldren in Nebraska exist
unserved simply because they exist unknown.

These are the concerns of
NEBRASKA
CHILDFIND.........

and we need your help.

Q

FINDING A PROGRAM....

Nebraska law guarantees a free appropriate
public education to all children. Special
programs are available through the public
schools for all children with special education
needs in areas of:

.. speech and language disorders

.. hearing impairments

.. visual impairments

.. mental retardation

.. specific learning disabilities

.. emotional and behavioral disorders

.. physical and neurological handicaps

.. severe or multiple handicaps

School districts are required to provide special
education services for resident handicapped
children 5-21 accordingto P.L. 94-142 and L.B.
403. Existing legislation was amended by L.B.
889 to include educational programs for
children under 5 with moderate to severe

handicapping conditions.
encouraged to call their local school district

for more information regarding these free.

special education services.

NEBRASKA CHILDFIND.....

BENEFITING THE HANDICAPPED
CHILDREN IN NEBRASKA

Parents are.

-IUI.J



WHO ARE THE
SPECIAL CHil.DREN?

A Special Child

may' be mentally retarded, physically
‘handicapped, learning disabled or have severe
behavior problems

The child may have difficulty sitting, walking,
talking, seeing or hearing

» But a special child can iearn and your public
school wants to help meet your child’s
educational needs

« Help the Special Child receive services. Call
your local school district.

HOW CAN | HELP?

IF YOU ARE A PARENT of an unserved

handicapped child, if you suspect your child

may be handicapped, or if you know of a

handicapped child in your neighborhood or

community who is not receiving services, we
urge you to

Contact Your Local
School District

or call
NEBRASKA CHILDFIND
Toll-Free 800-742-7594

in Lincoln 471-3656
(TTY --Please Signal)

Nebraska Department of Education
301 Centennial Mall South,
Sixth Floor
Lincoln, Nebraska 68509
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FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES
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Developmental Disabilities Council
and the
Greater Omaha Association for Retarded Citizens (GOARC)
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Groups, Programs and Clubs

* Red Cross, 3838 Dewey Street, 341-2723, Safety Services Office. They offer adapted swimming, conoeing and sailing at various locat ons
and times. Classes are offered at no charge or for very little cost.

* Weat Branch YM.C.A., 75th and Maple Streets, 393-3700. The “Y" offers a class called "Fun and Fitness" for children of school age with
developmental disabilities. This class includes swimming, gym, social and arts and crafts skills development.

* Council Bluffs YM.C.A, #7 Fourth Street, Council Bluffs, lowa. This "Y" offers a special time on Saturday afternoons for persons with
‘handicaps and their assistants to swim for no charge.

¢ Omaha Public Librartes All nine Omaha Libraries offer various programs for children during the summer. These include pre-school, arts
and crafts, various presentations, dramatic clubs, reading clubs, read-to-me clubs and a variety of other activities. Call the library nearest
you.

Special Olympics of NE, Margaret Morford, 345-5414. Bellevue Club, 7336325.

_* Omaha Children’s Museura, 342-6164. Theyare equipped to mainstream at any time as activities are individual and they also have a small
wheelchair available for use. Activities are participation orienteéd.

' * Emmy Gifiord ‘Children'’s Theater, 3504 Center Street, 345-4849. The theater offers classes in theater. ballet, art and others. They are
willing to mainstream any classes where appropriate to do so.

Heary Doorly Zoo, 733-8400, open from April 1-October 31. Wheelchair accessible and chairs are available for use at the zoo.

"* Nebraska Theater Caravan Clinics and presentations are made for children on occasions throughout the year. They operate through the
Omaha Community Playhouse, 553-0800.

*Boy's Clubs of Americz Contact either club in Omaha at 342-1600, Don Preiste.
* Gitl's Clubs of America Contact either club in Omaha at 457-4318 or 457-4676.
* Great Plains Girf Scout Counclf, Jayne Lyons at 393-4200.
* Boy Scouts of America, Stan Haines at 341-2086.
* Campfire Clubs, 345-249], Nebowa Council.
* PourH Clubs, Beth Ann Pillen, 5134 South 24th Street, 444-7804. 4-H operates through neighborhood group:, and children decide
_ individually upon projects suited to them.
Fontennefle Forest Activities, hiking, nature studies and ciubs, 731-3140.
Winds Marina, 138th and Fort Streets, 493-3400 or 571-1915. Rentals of various recreational equipment available: bicycles, roller skates,
canoes, skis, paddle boats, sail boats and more.
2‘1‘5‘8‘1 Therapy, Carol Gerelman. Classes offered privately, group or arranged appropriately 231 Midland Drive, Council Bluffs, lowa
Joslyn Museum, 2200 Dodge Street, 342-3300. Includes various display for children and adults from Tuesday through Sunday.
* Nzbraska Gymnastics Development, 4401 South 134th Street. Frank or Sandy O'Connor at 333-1434 for more ins. rmation concerning

mainstreaming your son or daughter into an existing class. They are currently, and have been, involved in several mainstreamed
situations.

* Family Fun Center, 70th and Dodge Streets, 553-9298. This center is very family oriented with two floors of video games and two mini-golf
courses. The video area is accessible to wheelchairs.
Wheelchair Basketball and Softbafl, 572-6603, Robert Sanderhoff.

_*Christ Child Center, 1248 South 10th Street. Daytime summer fun programs for graderschool aged children.
* Benson Arts and Crafts, 556-2998, offers classes for children and if the activity is appropriate for the child, they are happy to mainstream
your son or daughter.

*Mangelson's, 391-6225, 3457 South 84th Street. Same as above.

*These programs and agencies are happy to mainstream your son or daughter or anyone if the activity is appropriate.

Summer Camps

Hattle B. Munroe Summer Camp, 44th and Dewey Streets. Contact Debra Pelzer at 559-6415. Day camp for developmentally disabled and
physicaily involved persons ages 3-21-

Hattle B. Munroe “Outreach” Camp, ' ame location base. Contact camp director Debra Pelzer ai 559-6415. This involves arranging for a
volunteer from the Munroe Camp to 7.itend one of a variety of area daycamps with your son or daughter. Area day camps accept children
from ages 6-16.

‘Omaha Adaptive Recreation Contact Cathy Andrews at 444-5935. Day camp activities for children with developmental disabilities at
Montclair Center and at Eimwood Park. A mainstreamed situation can also be achieved at a number of camp sites around Omaha. The City
of Omaha also offers trips for teens and a number of programs for adults with developmental disabilities.

Gtu! Pldu Gist Scout Councif, Mary Kallman, Director of Camps at 393-4200. One week day camp session at camp “Maha;” south cf
; Ms: Michelle Moody, day camp director is a teacher at the J. P. Lord School and has extensive experience working with
IE MC ped children. She is anxious to accornt..odate appropxiaid% aged girls. (See also Hattie B. Munroe "Outreach” Camp.)
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Summer Camps Continued

Four-H Clubs Camp, Douglas County Extension Office at 444-7804. The camp is located near Gretna, Nebraska and last year sponsored
one week of camp for children with developmental disabilities. Contact also Cathy Andrews, 444-5935.

Easter Seals Summer Camp, Easter Seals Office, Lincoln Center Building, Room 409, 215 Cenntennial Mall South, Lincoln, Nebraska
68508. Toll-free call 1-800-742-7568. This is a residential camp located 22 miles west of Lincoln, Nebraska.

Courage Center Camp Contact Cathy Andrews at 444-5935 or Camp Courage at 895-1989. This is a day camp offered at ElImwood Park
July 23rd through August 3rd. The cost is $1.00 to cover the insurance!

Special Ofympics Weekend Spos ‘s Camps, Margaret Morford, 406 Keeline Bldg., 345-5414. These are weekend camps offered statewide
at various locations across Nebraska. They are sports and natuve oriented.

YM.CA. Summer Daycamp, Downtown "Y" Camp Office, 34"-1600. Week long sessions of daycamp offered to children ages 5-16 with
various themes of interest to your child. We have in the past mainstreamed children at this camp. (See also Hattie B. Munroe “Outreach”
Camp.) (Transportation provided)

Boy Scouts of America Contact Stan Haines at 341-2086. Boy Scouts attend camp by age and by troop number. They are willing to
mainstream an appropriate boy into camp and a troop.

Y.WC.A. Summier Day Camp Contact Ginny Cookat 345-6555. The YWCA takes children to Camp Brewsterin Bellevue and transportation
~ is provided. (See also Hattie B. Munrce "Outreach” Camp.)

Salvation Army Camp for Adults This camp operates during August and is limited to adults (over 16)who are fairly self-sufficient or those
who choose to bring a friend to assist them with daily activities. Call Mrs. Stifiwell at 346-5155, ext. 26.

Chlss Chitd Center Camp Call the cente: at 342 4566 for a brochure describing daies, cte. Trausporiation is provided fron two locatons
and they are quite willing to mainstream your son or daughter. (See also Hattie B. Munroe "Outreach” Camp.)

Géne Eppley Boy's Club Ranch Contact the Boy's Club at 342-2300 for camp information. They are very willing to mainstream your son or
daughter. (See also Hattie B. Munroe "Outreach” Camp.)

Other
Hotline for the Handicapped, Toll-Free 1-800-742-7594
Nebraska Child-Find, Box 94987, Lincoln, Nebraska 68508
“The Guided Tour” Newsletter advertising vacations and programs adapted for Spedal Population. Write “The Guided Tour”, 555
Ashbourme Road, Elkins Park, Pennsylvania 19117, (215) 782-1370.

Elmwood Park, at 60th and Dodge Streets. Exercise parcourse, frisbie golf course. There are 20 stations for exercising and jogging open to
the public year round. The course is paved with wood chips.

Immancae! Medical Center, 6901 North 72nd. Exercise parcosrse. This is cpen to the public and trails are paved with gravel.
Nebraska Medical Center, 40th and Dewey Streets. Exercise parcourse. This is open to the public and the trails are paved with dirt.

KVN.O. Radio Statfon, FM dial at 90.7. Ore-halfhour episodes of popular stories, movies and books on weeknights at different times. Call
554-2716 for monthly program brochures.

K1.0.S. Radio Statton, FM dial at 91.0. One-half hour episodes of popular stories and movies on Monday-Wednesday-Fridays. These are
aired morning and evening and schedules can be obtained by caéling 556-2770.

~
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National iInformation Center
" for Handicapped Chiidran and Youth

P O 80X 1492
WASHINGTON. 0.C. 20013

SOURCES OF HELP AND INFORMATION

There are a number of sources for more information on handicaps and related issues,
This section describes some of the things you can have sent to you.

DISABLED USA

Presideni's Committee on Employment
of the Handicapped

Washington, D.C. 20210.

(Publishad Monthly)

Reports progress in opportunities for
people with disabilities and
developments in rehabilitation and
emp loyment.

THE INOEPENOENT

Center for Independent Living,
2539 Telegraph Avenue
Berkeley, CA 94704

(Published quarterly)

‘Articles about disabilities and up~to-
date information on independent living.

REPORT

The Nationai Center for a Barrier
Frze Environment

1015 15th Street, N.W. Suite 700

Washington, DC 2000%

(Publ ished bi=-monthiy)

News about legislation related to

., 8ccessibility, news briefs and summaries
of articles and books mainly concerned
with barriers.

SIBLING INFORMATION NETWORK NEWSLETTER

Department of Educations! Psychology
Box U=64

University of Connecticut

Storrs, CT 06268

4 87

Research and !iterature reviews,
meetings, family relationship
information of interest to siviings of
youth with handicaps.

THE EXCEPTIONAL PARENT

The Exceptional Parent

296 Boyiston Street

3rd Floor

Boston, MA 02116

(Published eight times yearly)

Emphasis on education, diagnosis,
attitudes, care; covering al! handicaps,
it is directed toward psrents.

THE GREEN SOURCE 800K =« NATIONAL
DIRECTORY OF PRODUCTS AND SERVICES FOR
THE DISABLED (Formerly entitied GREEN
PAGES)

Source Book Publications
P.0. Box 1586

Winter Park, FL 32789
{Pubiished annualiy)

Annual Directory of products and
services. Subscription includes an
occasiona! newsletter, "Green Papyrs,"
with legislative information and ‘stories
about people with handicaps.

UPFRONT

Mafex Associates, inc.

90 Cherry Strset, Box 519
Johnstown, PA 15907
{Published 11 times a year)

A newspaper for and about physically and
mentally disabled people.




INFORMATION ABOUT HANOICAPPING CONDITIONS

Write to these agencies for information about alli handicapping conditions.
Specify exactly what you are interested in. ‘Organizations dealing with specific
handicapping conditions are listed on indivicual fact sheets.

American Civil Liberties Union
132 West 43rd Street
New York, NY 10036

Amer ican Gernetics Association
818 18th Street, NW
Washington, DC 20036

Council for Exceptional Children
1920 Association Drive
Reston, VA 22091

Developmental Oisabilitites Office

U.S. Department of Health -and Human
Servicss

200 iIndependence Avinue, SW

Room 338E ’

Washington, DOC 20201

Human Resources Center
.U, Willets Road
Alberison, NY 11507

Library of Congress

Division for Blind and Physically
Handicapped

1291 Taylor Street, NW

Washington, DC 20542

Naticnal Easter Seal Society
2023 West Ogden Avenue
Chicago, IL 60612

Naticnal Rehadilitation Association
633 Scuth Weshington Street
Alexandria, VA 22314

Office for Handicapped Individuals

U.S. Department of Health and Human
Services

200 Independernice Avenue, SW

Washington, DC 20201

Office of Rehavilitation Services
U.S. Department of Education
Switzer Building

330 “C" Street, SW

Washington, OC 20202

Prasident's Committee on Empioyment
of the Handicapped
Washington, DC 20010

President's Committee on Mental
Retardation '
Washington, DC 20201

Special Education Programs

U. S. Department of Education
Switzer Building

330 "C" Street, SW
Washington, DC 20202

This newsistier wes developed by UarAmerica Asseerch Ay
socistes, Inc. pursuant 10 contract 300-82-0247 with Speciel Educe-
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National Information Center
for Handicapped Chikiren and Youth

LIST OF AVAILABLE INFORMATION # Q. BOX 1492

STATE SHEETS

Available for each state and territory and the District of Columbia, the
Stace Sheets provide names and addresses of public agengies and other

groups whe are concerned with handicapped children and youth. Each

State Sheet is also accompanied by 3 Public Agencies sheet that describes
the purposes and activities of each agency or organization. Updated yearly.

GENERAL INFORMATION

Sources of help and information that pravide gei=-al information
about handicapping conditions and related issues, this list
includes organizations and publications of special interest.

FACT SHEETS ON HANDICAPS

tach sheet contains a description of the handicapping condition, statistics
on prevalence, educat’inal implications and references and rescurces for
further information. Currently the following topics are availaole:

Augism Menta! Retardation

Cerebral Palsy Physica] Disabilities anc Special
Jeafness and Hearing Impairments Health Sroblems

S%own's Syndrome Severe Handicaps

Emotional DBiscturbances Speech and Language Impairments
Epileosy Spina Bifida

tearning Disabilities Visual Impairments

Legal Definicions of Handicapping
Conditions

LESAL INFORMATION

An information package that contains fact sheets on the rights of children
with handicaps, primarily related to education. Basic information includes
the topics of assessment, due process, individualized educational programs,
the special concerns of minority children with handicaps, resources for
'aga) advice and support, and a listing of regional offices of the 0%fice
of Civil Rights.

PARENT INFORMATION

An information packer that contains iaformation on direct services for
children, advocacy and parent suppor: groups, and acceoting 3 child's
handicap.

TEACHER/PARENT INFORMATION

An information packet that includes topics of implications for teaching
children with specific handicaps, attitudes and expectations, ez
teaching, the teacher/parent relationship, classroom nanagement, and
sources of teaching materials and further information.

STUDENT 1 NFORMATICN

An informagion packet that includes brief descriptions of carsers
serving ch.ldran and youth with hand icaos through special education

RJ!:‘ and related services, locations of personnel preparation programs,

and sources of financial aid.
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